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Introduction to the Portfolio
INTRODUCTION TO THE PORTFOLIO 
VOLUME ONE
This portfolio contains work completed as part of the PsychD in Clinical Psychology. 
Volume One comprises three dossiers of academic, clinical and research work. The 
academic dossier contains four essays covering the four core topics. The clinical 
dossier contains summaries of all placements undertaken throughout the training 
programme, and summaries of five clinical case reports completed, covering the four 
core placements and one specialist placement. Finally, the research dossier contains 
the service-related research project and the major research project.
Volume Two comprises the full clinical dossier, containing the five clinical case 
reports and all relevant formal placement documentation, including placement 
contracts, logbooks of clinical experience and placement evaluation forms.
The work presented throughout the portfolio reflects a range of client groups, referral 
problems and psychological approaches. The work is presented in chronological order 
to demonstrate the development of understanding and clinical skills over the three- 
year training period.
Academic Dossier
ACADEMIC DOSSIER
Introduction to the Academic Dossier 
INTRODUCTION TO THE ACADEMIC DOSSIER
The academic dossier contains four essays on topics relating to the four core client 
groups. The essays critically examine a range of psychological theory and practice 
applied to issues experienced across the lifespan.
Adult Mental Health Essay
Critically discuss the evidence base that borderline personality 
disorder can be treated effectively in general mental health services. 
What implications does this have for service provision?
Adult Mental Health Essay 
Year 1
PsychD Clinical Psychology
January 2003
Adult Mental Health Essay
Introduction
Borderline personality disorder (BPD) presents a considerable challenge to services. 
Individuals with this diagnosis show a maladaptive pattern of behaviours and 
relationships which cause significant distress and impairment in functioning. They 
present to services in crisis, but are difficult to engage in treatment. Frequent attempts 
at suicide and self-harm cause considerable anxiety for clinicians, who may become 
frustrated and disheartened by the patient’s rejection of proposed support. Personality 
disorders are widely held to be unresponsive to treatment, although there is increasing 
evidence in the literature for successful treatment outcomes. This essay will explore 
this evidence base, and discuss changes which could enable empirically-tested 
interventions to be incorporated into mental health services in the UK.
Borderline Personality Disorder; Diagnosis & Aetiology
A formal diagnosis of personality disorder is made according to a diagnostic system 
such as DSM-IV, which lists criteria for BPD as follows:
“At least five of:
Intense and unstable personal relationships 
Frantic efforts to avoid real or imagined abandonment 
Identity disturbance or problems with sense of self 
Impulsivity that is potentially self-damaging 
Recurrent suicidal or parasuicidal behaviour 
Affective instability 
Chronic feelings of emptiness 
Inappropriate intense or uncontrollable anger
Transient stress-related paranoid ideation or severe dissociative symptoms” 
(American Psychiatric Association, 1994: p.654)
The prevalence of BPD has been estimated at 2% in the community, rising to 15% in 
psychiatric inpatients (Widiger & Weissman, 1991; Kroll et al, 1982, cited in 
Winston, 2000).
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Childhood trauma has been identified as a central factor in BPD. Up to 87% of 
borderline patients have experienced trauma of some sort in childhood; 40-71% have 
been sexually abused and 25-71% have been physically abused (Perry & Herman, 
1993, cited in Winston, 2000). According to psychoanalytic theory such trauma could 
result in the pattern of disrupted attachment, identity and inability to make sense of 
emotions seen in these patients.
Other theoretical models propose a biosocial theory for BPD, with biological and 
social learning interactions influencing the development of the disorder (Linehan, 
1993).
The burden of borderline personality disorder
BPD is associated with high use of mental health resources. Research showed BPD 
patients had extensive treatment histories with higher levels of psychiatric inpatient, 
outpatient and psychopharmacological treatment than depressed controls (Bender et 
al, 2001). Patients with comorbid psychotic disorders and personality disorders are 
among the highest users of psychiatric services (Kent et al, 1995, cited in Davison,
2002).
As well as representing a considerable drain on resources, these findings indicate that 
treatments offered to BPD patients are often inappropriate and fail to meet their 
complex needs. Frequent treatment failures may worsen an already fragile relationship 
with services, and increase distress and hopelessness.
Management of people with personality disorders places a considerable strain on 
professionals: “When faced with the chaos, incorrigibility or menace of their clients, it 
is not unusual for them to become demoralised and ambivalent about their work” 
(Pilgrim, 2001). Working with this group poses a major challenge to team-working, 
often inducing major differences of opinion among staff (Main, 1957, cited in 
Tredget, 2001).
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Summary
Individuals with borderline personality disorder have long-standing and pervasive 
patterns of behaviour and problems with interpersonal relationships which cause 
distress and functional disability. Significant levels of mental health resources are 
used in their care, with seemingly little improvement. Working with this client group 
can be difficult for clinicians.
Examining the evidence base
Recent reviews (Sanislow & McGlashan, 1998; Perry et al, 1999; Bateman & Fonagy, 
2000) have examined the evidence base for psychotherapeutic treatment of personality 
disorder. They have cautiously concluded that there is evidence of effectiveness. Perry 
and colleagues examined research with disparate outcome measures, treatment periods 
and follow-up points by converting results into effect sizes in order to facilitate 
comparison across studies. They conclude that psychotherapeutic treatment may result 
in a seven-fold faster rate of recovery compared with naturalistic outcome.
Much of the research which has been carried out examines borderline personality 
disorder. The evidence base for different treatments is discussed below:
Dialectical Behaviour Therapy (DBT)
DBT was developed as an integrative cognitive-behavioural treatment for women with 
BPD and a history of chronic parasuicidal behaviour. Patients undergoing treatment 
attend weekly individual therapy and group skills-building sessions, and can have out- 
of-hours telephone contact with the therapist. The treatment places emphasis on 
reducing therapy-interfering behaviours and building the therapeutic relationship. All 
participating therapists attend a weekly consultation meeting.
Randomised controlled trials have been carried out by Linehan and colleagues to 
investigate its effectiveness. In the first, women patients with BPD and associated 
repeated self-harm receiving DBT were compared with a treatment-as-usual control 
group (Linehan et al, 199^ , cited in Linehan, 1993). Patients in the DBT arm showed 
improvements in social and global functioning, a reduction in time spent in hospital 
and a reduction in parasuicidal behaviours. DBT was also successful in keeping
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patients in treatment. Gains made by the DBT group were maintained at 6-month 
follow-up.
No improvements were apparent in self-reported feelings of hopelessness, depression 
and reasons for living. Linehan (1993) comments that although mood was unchanged, 
patients were better able to tolerate distress without engaging in damaging acts.
One year after treatment gains in social and global functioning had been maintained 
but rates of self-harm were similar to the treatment-as-usual group, although both 
were improved. This result suggests the need for follow-up in the longer-term. If 
subjective distress remains significant, it seems likely that patients could tolerate it 
without self-harm in the supportive milieu of treatment and for a limited time after, 
but not indefinitely. It may be that treatment needs to be for a longer period, or that 
‘booster’ interventions are needed.
In their second study Linehan and colleagues reported similar gains with women with 
BPD and substance misuse (Linehan et al, 1999, cited in Palmer, 2002).
The results from these rigorously-designed studies show promise for future research, 
although it should be remembered that they describe only female patients and these in 
small numbers.
Barley (1993, cited in Bateman & Fonagy, 2000) reported on the effectiveness of BPD 
in an inpatient setting. Rates of parasuicidal behaviours dropped significantly during 
and after implementation compared to a period before. A group receiving alternative 
inpatient care showed no similar improvement; however as Bateman & Fonagy 
comment, there is no evidence that these were a similar group and there was no 
randomisation to the different treatments.
Psychoanalytic Psychotherapy
Stevenson and Meares (1992: cited in Bateman & Fonagy, 2000) reported on 48 
patients who underwent a specialised form of brief psychotherapy designed for BPD 
patients. Sessions were twice weekly for a year, and significant reductions were found
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in self-harm and violence and length of hospital admissions. 30% of patients no longer 
fulfilled criteria for BPD at the end of treatment. Gains were maintained over five 
years, with substantial savings in health-care costs. However the significance of these 
results is tempered by the lack independent ratings or a control group.
Stronger evidence for the effectiveness of psychoanalytically-oriented treatment for 
BPD comes from work carried out in the UK by Bateman and Fonagy (1999; 2001) 
Treatment, which included individual and group psychoanalytic psychotherapy, was 
carried out in a day hospital setting. 38 patients were randomly assigned to the 
intervention or to standard psychiatric care. In the treatment arm, improvements were 
seen in depressive symptoms, a decrease in suicidal and self-harming behaviours, 
better social and global functioning and a reduction in hospital admissions and 
inpatient days. The programme targeted the development of mental capacities 
expected to increase an individual’s resilience to stress in the long-term, and the 
continued improvements at 18-month fpllow-up suggest some lasting change had been 
instigated.
Cognitive-Analytic Therapy (CAT)
Cognitive-analytic therapy for BPD patients uses a collaborative approach between 
patient and therapist to identify self-states. It is theorised that the instability displayed 
by borderline patients is a result of rapid shifts between self-states which, due to 
inadequate parenting, are not integrated. A recent study of 27 patients showed after 24 
weekly sessions of CAT that 50% no longer met DSM-IV diagnostic criteria for BPD 
(Ryle & Golynkina 2000). No follow-up data is available, and no controlled studies of 
CAT have been completed.
Therapeutic Communities
Severe personality disorder has traditionally been treated in therapeutic communities, 
where treatment generally consists of a formal programme of group meetings, small 
group psychotherapy and involvement in running of the community. Two controlled 
studies carried out at the Henderson Hospital with a total of 372 patients reported 
improvement rates of 40-60% up to five years after admission, depending whether 
outcome was defined in terms of symptoms, recidivism or psychiatric readmission
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(Dolan, 1996; Dolan et al, 1997, cited in Kisely, 1999). However, Kisely offers 
methodological criticisms of these studies. No randomisation took place; the 
comparison groups were made up of patients referred to the service but not admitted. 
Reasons for this included non-attendance, clinical unsuitability and imprisonment, 
suggesting controls were drawn from a different population with a particularly poor 
prognosis.
A recent UK cohort study followed patients with various personality disorder 
diagnoses for three years after therapeutic community treatment (Davies & Campling, 
2003). All patients were traced at three year follow-up. A significant reduction in 
psychiatric admissions seen in the first year was maintained at three years, and those 
participants who had the poorest outcomes in terms of suicide, accidental death and 
prolonged inpatient admission were those with the shortest treatment periods.
However it is unclear what factors led to premature end of treatment.
Pharmacological Interventions
Some evidence has been found in support of pharmacological treatment strategies for 
symptoms displayed in BPD, though there are variations in the methodological quality 
of studies (for a review see Sanislow & McGlashan, 1998). Evidence of effectiveness 
has been found for the monoamine oxidase inhibitor (MOAI) antidepressants, 
although these can have serious side-effects. Selective serotonin reuptake inhibitor 
(SSRI) antidepressants have been found to be effective in treating depressive 
symptoms. Patients with BPD who show a strong component of psychotic symptoms 
have been found to respond to neuroleptic medication. Anticonvulsant medication has 
been used to target impulsive and self-injurious behaviour in BPD, and lithium has 
been effective in reducing aggressive and assaultative behaviours.
Limitations of the evidence base
Most studies have used DSM-IV (American Psychiatric Association, 1994) or ICD-10 
(WHO, 1992) diagnostic criteria for case identification. This system of diagnosis 
according to behaviours has been subject to considerable criticism (for a review see 
Pilgrim, 2001). Research has shown diagnosis may not be reliable over time or across 
raters. Moreover, there is doubt as to the validity of such concepts. Confusion can
10
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exist as to whether behaviours arise as a result of personality disorder or a co-morbid 
mental illness. Cultural differences have been found in ascribing certain 
characteristics to personality traits or mental disorder. In addition, there is 
considerable overlap between the criteria for BPD and other personality disorders.
This problem of case identification poses a significant problem in assessing evidence. 
It remains unclear what similarities and differences in patients predict outcome. 
Participants judged to meet criteria for BPD on a behaviour-based diagnostic system 
can differ in: (a) how many of the behavioural indicators they display; (b) which 
particular behaviours and when; (c) the severity of their dysfunction; (d) co-morbid 
Axis 1 disorders; (e) overlap with other personality disorder diagnoses; and (f) 
forensic history. All these factors could potentially predict treatment outcome. From 
the existing evidence base it is unclear what treatment works best for whom.
Successful treatment outcomes are generally described in terms of behavioural 
change, subjective mood reports and service usage. Less is known about the 
possibility of treatment effecting long-term changes in personality.
Randomised controlled trials comparing a particular intervention with treatment-as- 
usual controls provide good evidence of effectiveness; however, they can be 
expensive to run and often, as is the case here, report on small numbers of participants 
over a short time period. Although promising results are indicated from the work of 
Linehan and colleagues and Bateman & Fonagy, more research is needed.
Research on a new treatment is often carried out by the team involved in its 
development, and therefore there is a risk of an allegiance effect, where quality of 
treatment is improved by the enthusiasm of the treatment team. Subsequent studies by 
neutral researchers may fail to replicate the original positive results; again in this case 
indicating a need for further research.
A greater emphasis on the cost-effectiveness of different treatments will be needed in 
future research.
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Common elements of successful treatment
Several authors have detailed common factors in different therapies which seem to 
promise success in treating BPD. Bateman & Fonagy (2000) detail seven key 
ingredients:
1) A well structured programme
2) An emphasis on compliance, either through detailed contract between patient and 
therapist (DBT), a focus in individual therapy on reasons for non-attendance 
(psychoanalytic approaches) or peer discussion of community rule-breaking 
(therapeutic community)
3) A clear focus, whether on a particular behaviour or on an aspect of interpersonal 
relationships
4) A coherent theoretical basis understood by therapist and patient
5) A long-term approach
6) A strong attachment relationship between therapist and patient
7) Integration with other services available to the patient. This may include 
pharmacological treatments and social or probation services.
Therapist variables such as warmth, patience and understanding are vital to any 
successful treatment plan (Davison, 2002) and it is evident that regular, high quality 
support and supervision is required for therapists working intensively with this 
difficult group.
Summary of evidence base
To conclude, although the evidence base for treatment outcomes in BPD is limited, 
research shows that treatments can be effective in reducing parasuicidal behaviours 
and psychiatric in-patient days. Some gains have been noted in social and global 
functioning, and in subjective reports of distress. Carefully designed interventions 
enable patients to stay in treatment. It is unclear from the evidence which 
interventions are most cost-effective.
12
Adult Mental Health Essay
Implications for service provision
Research has found that BPD is amenable to treatment, but as Adshead describes, 
“treatability” is a function of multiple factors (Adshead, 2001). Implementation of a 
comprehensive service to treat BPD would require resources, training and a change in 
attitudes.
Treatability and personality disorder
The concept of treatability in personality disorder is contentious. It arose with the 
Mental Health Act (DoH, 1983, cited in Davison, 2002) which states a person can 
only be subject to compulsory admission if treatment in hospital is likely to alleviate 
their condition or prevent deterioration. Personality disordered patients have 
consequently been excluded from compulsory admission and other services on the 
grounds of untreatability. As Davison argues, doctors do not refuse treatment to 
patients with treatment-resistant schizophrenia on this basis (Davison, 2002). It would 
appear that a moral judgement is being made about who is deserving of treatment. 
Diagnosis of personality disorder is made according to the presence of negatively 
evaluated behaviours such as self-harm or sexual promiscuity. Accordingly, the 
diagnosis of PD does not constitute a version of medical science, it is simply the 
medical codification of ordinary moral judgement” (Pilgrim, 2001). A diagnostic 
system based on “bad” behaviours makes it easy to suggest resources should be 
allocated elsewhere.
Thus, changes in the treatment of BPD may also require a change in attitudes. BPD 
needs to be framed more clearly as a mental disorder (see Adshead, 2001 for a review 
of concepts of health disorders) and more attention needs to be given to the role of 
childhood trauma in its development. It has been suggested the diagnostic term be 
changed to “posttraumatic disorder” to reflect this association and remove the 
pejorative borderline label (Linehan, 1993).
Training, education and support
If wider treatment of BPD is to be achieved clinicians will need to be trained in 
effective treatment strategies. Provision will also have to be made for support and 
supervision of staff involved in challenging work with BPD patients. Education and
13
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support which helps staff to understand the impact of working with people with 
personality disorder makes therapeutic interventions more possible (Norton, 1996, 
cited in Adshead, 2001).
Training and support in research methodology should also be available, so that 
clinicians using these treatments can continue to develop the evidence base.
Suitability of existing services
Many individuals with BPD are supported by community teams, occasionally 
accessing outpatient or inpatient services, and this seems a suitable framework into 
which to introduce the proposed treatment models. The community mental health 
team approach supports the multi-agency working suggested by the evidence, and has 
been found in additional research to be more acceptable to patients than a non-team 
standard care (Tyrer et al, 2002).
Additional resources and funding will be needed to put treatments into practice. The 
Reed report on services for mentally disordered offenders (DoH, 1994, cited in 
Tredget, 2001) drew attention to the dearth of services for individuals with personality 
disorders, and funding was subsequently made available for the creation of two new 
therapeutic communities based on the Henderson Hospital model. Government 
attention has focussed on the minority of personality disordered individuals who pose 
a threat to others (DoH, 1999), and it is unclear what resources may be available for 
the treatment of borderline patients whose threat is towards themselves.
Further research
As discussed previously, the existing evidence base needs to developed. Treatments 
such as dialectical behaviour therapy and psychoanalytically-oriented day hospital 
programmes need to be replicated on a larger scale by research teams who were not 
involved in treatment development. More detailed investigation of these treatments 
should indicate what elements of the intervention are effective. There is a need for 
better diagnostic procedures so that research can study clearly defined populations, 
and individuals can be offered the most effective treatment for their specific needs.
14
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Increased knowledge about the aetiology of personality disorders may offer means for 
early intervention with at-risk families.
Conclusion
Recent research developments have challenged the prevailing view of borderline 
personality disorder as untreatable. Studies have demonstrated that fairly long-term 
and intensive interventions can impact on behaviour and reduce psychiatric 
admissions, and may be cost-effective. Less is known about the possibilities for long­
term personality change. The evidence base is promising, but very limited. Further 
research is needed to assess if these treatments are indicated for wider use with BPD 
patients. Treatability in UK services will be affected by factors outside the BPD 
diagnosis, such as resources, training and attitudes.
15
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Introduction
With the advent of community living, more people with learning disabilities are 
becoming parents (Woodhouse, Green & Davies, 2001). Their right to do so, and to 
bring up their children with help when and where it is needed is supported by Valuing 
People (DoH, 2001). However, 60% of parents with learning disabilities have their 
children taken into care, compared with 1% of the normal population (DoH, 2000a).
Processes for assessing parenting competency may put parents with a learning 
disability at a disadvantage. A lack of guidance about what constitutes adequate 
parenting means decisions about whether parents can provide good-enough care are 
often a value judgement on the part of professionals. Assessments may fail to take into 
account the complex needs of such families, which can stem from factors directly and 
indirectly attributable to the parent’s learning disability. There may be a focus on 
deficits in the individual, whilst at the same time a failure to take account of strengths 
in the system, for instance support from the wider family or community.
When services put plans in place to support families to stay together, the intervention 
model often consists of assessing deficits in parents, and providing training in 
parenting skills. Whilst programmes aimed at teaching skills have had some success, 
approaches such as these have been seen to “blame the victim” (Booth & Booth,
1999) by ascribing problems to the limitations of the parents when they owe more 
wider environmental pressures or the inadequacy of support services.
It is clear that the lifelong cognitive and social impairments associated with learning 
disability may mean parents struggle with aspects of the child-rearing role; assessing 
these deficits and providing appropriate support is a complex challenge for services. 
Parents with learning disabilities are a heterogeneous group with differing strengths 
and support needs. Some may require ongoing support, and in order to effectively 
support families services may need to move beyond a model which sees parental 
responsibility as resting solely in the individual, and recognise instead the importance 
for all parents of wider networks, societal structures and support systems.
20
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Defining parenting skills
Attempts to assess the parenting providing by people with learning disabilities are 
complicated by the lack of any agreed standards on what constitutes adequate 
parenting. Specific dimensions of parenting important for children’s optimal 
development have been identified; these include sensitivity to the child’s cues and a 
responsiveness to differing needs at different developmental stages; social problem 
solving and coping skills; knowing how to play and talk with children; and using 
disciplinary techniques effective in bringing about desired behaviour and increasing 
children’s self-control (Dowdney, Skuse, Rutter, Quinton & Mrazek, 1985). The 
ability to provide an environment which allows a child to develop to his or her 
potential has been described by Winnicott (1965) as “good-enough parenting”, a 
phrase coined to emphasise that there is no such thing as a perfect parent. However, 
there is no general consensus on the minimum acceptable standards to ensure good- 
enough care (Booth & Booth, 1994).
Legal definitions provide little guidance and vary across countries. The criteria in the 
USA is based on what constitutes adequate parenting, described by Hayman (1990 p 
1217; cited in Sheerin, 1998) as “minimally acceptable community standards of care”, 
involving four aspects; that “the parent must be able to meet the physical needs of the 
child, preserve the health and safety of the child, meet the emotional needs of the 
child, and promote the intellectual growth of the child”. The UK Children Act 1989 
defines only inadequate parenting, giving the courts the right to make a care order if 
satisfied that “the child concerned is suffering, or is likely to suffer significant harm” 
and such harm or likelihood of harm is due to care “not being what it would be 
reasonable to expect a parent to give him”; or that the child is “beyond the control of 
the parent” (DoH, 1990).
Judgements about what constitutes adequate parenting are therefore at the discretion 
of professionals. Such judgements are subjective and vary across individuals, meaning 
that parents who come under professional scrutiny may never know what standards 
they are expected to meet. There may be discrepancies between how professionals and 
parents define adequacy in parenting, exacerbated when each has a different collection 
of beliefs based in extended family, social class, community and cultural norms
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(Booth & Booth, 1994). Parental competency is decided by the value judgements of 
professionals, the legal system and society, as much as by the behaviour of parents.
The assessment of parenting capacity
Many families come to the attention of services when they are already experiencing 
difficulties. People who have experienced the stigma of specialist services in the past 
find a new, socially valued role in parenting, and may be unwilling to make 
themselves known to learning disability services (McGaw, 1996). Fear of professional 
intervention leading to the break-up of their family may also prevent parents from 
coming forward (DoH/SSI, 2000), particularly for parents who have had children 
removed before. Professionals who identity early risks may hesitate to refer to 
specialist services for fears that unnecessary intervention will create difficulties for 
families whose problems are transient (McGaw, 1996).
These factors often mean that contact with services only begins when there are already 
concerns about the welfare of a child. Parents are less likely to accept professional 
input at this late stage, as they are fearful about children being taken away from them 
(McGaw, 1996). Questions from professionals may be seen as intrusive and critical 
(English, 2002), and if parents react defensively they may be deemed uncooperative. 
Professionals who first meet families at this stage are primarily concerned with child 
protection, and may have an attitude which presumes incompetence in the parents 
(Booth & Booth, 1994).
Parents who have a mild learning disability often do not reach criteria for accessing 
adult learning disability services. This situation means that their parenting skills are 
assessed by social workers from children’s services, who may lack knowledge and 
skills in learning disability. This has meant that critical decisions regarding children 
being placed on the child protection register or being removed from the family can be 
made on inappropriate or inadequate information (DoH/SSI, 2000).
Assessments traditionally used for exploring parenting capacity may place parents 
with a learning disability at further disadvantage. Measures are often not modified for 
use with this group (Tymchuk & Andron, 1994). They may not take into account the
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particular difficulties faced by parents who have a learning disability, or place enough 
emphasis on areas which may be strengths, for example time to play with children and 
the provision of love and affection. Account may not be taken of other adults in the 
extended family or community who take over in areas outside the parent’s resources, 
therefore contributing to parenting capacity.
The Parental Skills Model (McGaw & Sturmey, 1994) was proposed as a guide to 
professionals assessing parental competency in people with learning disabilities. It 
considers primary indicators of good-enough parenting as childcare and child 
development. Secondary indicators, which are given equal weight, are parent’s life 
skills, familial history and access to support and resources. The Parental Skills Model 
ensures that a broad understanding of indicators of parental adequacy is gained.
Children identified as in need are now assessed by the statutory agencies according to 
the Framework for the Assessment o f Children in Need and their Families (DoH, 
2000b). This framework also acknowledges the need for multiple factors to be 
considered in assessment. Consideration is given to the child’s developmental needs, 
the parents’ or caregivers’ capacities to respond appropriately, and the impact wider 
family and environmental factors on parenting capacity and the child. Consideration is 
given to issues of diversity. Assessors are encouraged to be aware of racial and 
cultural variations, and to be aware that issues of discrimination are likely to affect 
how children and families access services.
These assessment models provide a more complete picture of the strengths and needs 
of families where a parent has a learning disability. They enable parenting capacity to 
be considered as more than a set of skills located in a parent. They facilitate 
consideration of some of the wider issues impacting on how an individual manages 
their parenting role.
Risk factors for parenting difficulty
The problems experienced by some parents with a learning disability may not be 
directly related to their cognitive impairment. This group are vulnerable to other 
factors which can impact on parenting ability.
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Childhood history
Many of the women whose parenting has been studied belong to a generation of 
learning disabled people raised in institutions. Their childhood experience is unlikely 
to have included models of appropriate parenting and they may not have experienced 
‘normal’ family life. Differences in parenting style have been found in non-learning 
disabled women raised in children’s homes (Dowdney et al, 1985), with mothers 
being less sensitive to children’s cues and responding to children’s needs.
A child who grew up in an institution is likely to have disrupted attachment 
relationships, due to separation from their mother and the lack of a regular affectionate 
carer in early childhood. As a parent, such a person may lack sensitivity to their own 
child’s attachment needs and behaviour (Jenner & McCarthy, 1995). Coming to terms 
with painful experiences in their own childhood enables a parent to be sensitive to the 
emotional needs of their children. Parents with a learning disability may be expected 
to have greater difficulty with this kind of self-reflection, and may not access the 
psychological support which could help in this process.
Parents who have experienced abuse or neglect in their own childhood have been 
found to be at increased risk of abusing their own children. People with learning 
disabilities are vulnerable, and high rates of sexual abuse have been reported in 
institutions (Sobsey, 1994; cited in Moss, 1998) and in the family home (Turk & 
Brown, 1993; cited in Moss, 1998). It is not known whether parents with learning 
disabilities who have been abused are more likely to abuse their own children.
The ill-effects of poor childhood experiences may be ameliorated by later positive life 
events, such as a supportive spouse or good living conditions (Quinton, Rutter & 
Liddle, 1984). For many learning disabled women, these “powerful protective factors” 
will not be available (Gath, 1995).
Even those who have grown up in a loving and stable family home may be ill- 
equipped for the challenges of parenthood. Parents can be very protective of their 
learning disabled child, and give them little experience of decision-making and
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independent living. A young person with a learning disability may not be allowed the 
minor childcare responsibilities given to other adolescents, such as baby-sitting or 
supervising siblings, leaving him or her wholly unprepared for the major 
responsibilities of caring for their own child (Booth & Booth, 1994).
Current environmental circumstances
Many parents with learning disabilities live in conditions which can put strain on any 
family. They are likely to be unemployed and on a low income and living in 
inadequate housing. They lack social supports and may be isolated from the extended 
family (Booth & Booth, 1994). Many of the women studied have been single parents, 
and others experienced stressed marital relationships. A lack of societal and family 
supports are risk factors for neglect (Tymchuk & Andron, 1992). The problems 
experienced by such parents are the same as those suffered by non learning-disabled 
parents in the same difficult living circumstances: “Living on a low income in a run 
down neighbourhood does not make it impossible to be the affectionate, authoritative 
parent of healthy, sociable children. But it does, undeniably, make it more difficult” 
(Utting, 1995, p.40, cited in DoH et al, 2000b).
Parents with a learning disability are likely to face additional pressures from 
discrimination and harassment (Booth & Booth, 2000).
Other factors
Additional health problems, such as epilepsy, and psychiatric disorders in parents may 
put families under extra strain (Gath, 1995). Parents may have poor coping skills, 
making them more susceptible to stresses. In addition to this is the overriding pressure 
of scrutiny from statutory agencies and the fear that children will be taken away 
(Booth & Booth, 1994).
Skills deficits in parents with a learning disability
Learning disability in itself does not make inadequate parenting inevitable. It is 
generally accepted that IQ does not relate in any systematic way to parental 
competence until it falls below 55 - 60 (Tymchuk & Andron, 1994). As Booth & 
Booth (1994) summarised: “a fixed level of intellectual fimctioning is neither
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necessary nor sufficient for adequate parenting and the ability of a parent to provide 
good-enough child care is not predictable on the basis of intelligence alone” (pi 1). 
Nevertheless, problems associated with their learning disability can clearly impact on 
a parent’s abilities to manage tasks associated with optimum childcare.
Deficits in functional academic skills
Parents who have problems with literacy can be disadvantaged in parenting, as they 
are not able to read instructions on medicines, warnings on household products and 
the basic information on childcare available to most parents (Tymchuk & Andron, 
1994).
Managing finances may be problematic. Parents who struggle with budgeting may be 
overwhelmed by the extra cost of a baby (English, 2002). They may also have 
difficulty if not supported in understanding benefit entitlements and managing debt 
(Booth & Booth, 1994).
As children grow older, parents with deficits in these areas may have difficulty 
providing children with help and support in their school career. Communicating 
effectively with schools can be problematic, though these problems also exist for 
many parents who do not speak English.
Child safety
The assumption has been made that learning disabled parents would be likely to abuse 
or neglect their children. Research has found that purposeful abuse is rare; the survey 
conducted by Stemfert-Kroese (2001; cited in Shephard, 2003) found statistics 
relating to abuse were lower amongst learning disabled parents. When abuse does 
occur, often it is perpetrated by another individual associated with the mother, such as 
a partner or relative (Tymchuk & Andron, 1992). Mothers with a learning disability 
may have more difficulty protecting their children from abusive individuals. 
Unintentional neglect can occur, arising from a lack of training and appropriate 
support (Tymchuk & Andron, 1994).
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Tymchuk and colleagues (1988; 1990) studied decision-making and problem-solving 
in high-risk domestic situations. Mothers with a learning disability demonstrated 
appropriate decision-making when choosing a response to a dangerous situation, for 
instance if a baby was choking. They found it more difficult to choose an alternative 
action should their first response fail. In this they were similar to other poor parents. 
Their decision-making process was likely to be rapid, and lacking in deliberation.
Hygiene and health
Parents with a learning disability may struggle to understand the importance of 
hygiene in caring for children (McGaw, 1998). They may experience difficulties in 
treating minor childhood illnesses if they are not able to follow complicated written or 
verbal instructions from primary health staff. Problems with time-keeping may mean 
difficulty keeping regular health appointments.
Play and interaction
Professionals have noted that the ability of parents to play with their children and 
interact in a stimulating, age-appropriate way cannot be assumed (McGaw, 1998; 
English, 2002).
Interactions between mothers and young children have been examined by researchers, 
with findings that mothers with a learning disability issued more commands and 
imitated vocalisations less often (Feldman, 1986). They also gave less praise, and 
labelled less during play (Feldman, 1986; Tymchuk & Andron, 1992). However, 
methodological problems limit the conclusions which can be drawn from these 
findings; sample sizes were small, interactions were observed for brief time periods 
and sometimes only in a clinic setting, and in Feldman’s study controls were not 
matched on socio-economic status.
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It is unclear what effect such an interactive style may have on children; child 
development as assessed at the time of Feldman’s study was unimpaired. It has been 
assumed that an unstimulating home environment will lead to developmental delay in 
children (Tymchuk & Andron, 1994); however, epidemiological studies estimate that 
most children will function at a higher intellectual level than their parents. Incidence 
of learning disability and developmental delay are similar to those in children bom to 
non-disabled parents living in similar socio-economic circumstances (McGaw, 1998).
Behaviour management
Research has explored parents’ use of discipline. Tymchuk & Andron (1992) found 
little verbal and no physical punishment used by their sample of learning disabled 
mothers, whose children were nevertheless compliant and attentive. Feldman (1986) 
found a more directive and punitive interactional style in his small sample of mothers 
than in middle class controls. However, Feldman and colleagues (Feldman, Case, 
Towns & Betel, 1985) also found that the more restrictive and punitive mothers, who 
were also more involved and responsive, had children with a higher Mental 
Development Index, in contrast to the general parenting literature.
It is unclear if a more restrictive style is a feature of parenting by learning disabled 
mothers or by poor mothers. African-American single mothers have been found to use 
a more directive style with strict demands for compliance (Kelley, Power & Wimbush, 
1992), a style which may be functional for families lacking social supports living in 
high-crime areas.
Time-tabling and routines
The ability to establish routines is an important part of parenting (English, 2002). 
People with learning disabilities may have difficulty with organisational tasks, 
requiring them to prioritise, sequence and plan in advance (McGaw, 1998).
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Skills-teaching for parents with learning disabilities
It is generally acknowledged that most parents with learning disabilities, like other 
parents, have the potential to develop new skills, and that their parenting can be 
improved by interventions. Studies using modelling, role play, feedback and social 
reinforcement have found gains in how mothers respond to dangerous situations; how 
they identify high-risk situations from vignettes; and how they interact and play with 
children (Feldman, 1986; Tymchuk & Andron, 1992). Skills have been found to 
generalise to the home situation and be maintained at later time points, except in some 
cases where mothers have significant additional problems such as mental health needs 
(Tymchuk & Andron, 1992).
Specialist programmes for parents with learning disabilities have found that families 
gain most from a combination of home-based and centre-based teaching (McGaw, 
1998). Home-based interventions involve a professional making one-to-one contact 
with the family and giving support based on individual need. Teaching may involve 
practical skills, such as sterilising equipment and housekeeping. Other topics may be 
safety and healthcare, including how to access emergency services. Parents may need 
help with establishing and adhering to routines. Parents may benefit from guidance in 
ways to interact and play with a child as he or she develops, as well as how to 
establish ground rules and manage behaviour. Parents may also benefit from teaching 
on the child protection process, to equip them with some appreciation of the 
procedures and different bodies involved, as well as possible outcomes (English, 
2002).
Centre-based teaching uses a group-based format to bring parents together for 
discussion and teaching on topics such as behaviour management, diet and health, 
anger management, and birth control. Addressing such issues in a group can provide a 
social network and peer support, as well as building self-esteem as parents offer 
advice to each other (McGaw, 1998).
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Limitations to interventions using skills teaching
The Social Services Inspectorate found that skills teaching for parents with learning 
disabilities was being carried out by staff who did not have the necessary skills 
(DoH/SSI, 2000). For teaching to be most beneficial, clearly specified individual goals 
will need to be set. Techniques such as task analysis, repetition, modelling, guided 
practice and the use of positive contingencies to reinforce learning have been found to 
be most effective in teaching for people with learning disabilities (McGaw, 1996).
Services may need to plan periodic “refresher” teaching sessions to ensure skills are 
maintained, and to enable new skills to be learned as children develop (Booth &
Booth, 1994). Many programmes focus on skills for new parents; there may need also 
to be provision for parents as their children grow older and present new challenges to 
parents’ coping resources.
Parents will gain less from skills-teaching when they are struggling with external 
pressures such as housing problems, debt and relationship difficulties (Booth &
Booth, 1994).
Parents can be expected to gain more from training programmes that they have chosen 
to attend than when they are obligated by the threat of losing their children (Tymchuk 
& Andron, 1994).
Professionals’ values and attitudes towards parents are likely to affect the learning of 
new skills. It is vital that teaching is competence-enhancing, and that professionals 
have faith in the parents’ ability to develop their skills (Booth & Booth, 1994). 
Professionals who can develop a positive rapport with parents are likely to have more 
success (Dowdney & Skuse, 1993).
Further issues to be considered
Parents with learning disabilities are a heterogeneous group with different strengths 
and support needs. Assessing skills and providing input to strengthen areas of deficit
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provides one means of intervention, but in many cases helping families may require 
ongoing support which is flexible and multi-faceted.
Provision of practical supports
Many of the difficulties experienced by parents with a learning disability are common 
to the problems of other parents who are socially excluded, on a low income and 
living in poor conditions. Effectively supporting parenting according to the ideals of 
Valuing People requires more than promoting an inclusive ethos. It may often mean 
providing more practical and financial supports for families in need.
Informal and formal supports
Social networks are enormously important resources for any family. Booth & Booth 
(2000) reported on outcomes for people who had grown up in a family with a parent 
with a learning disability, finding that parents’ support systems (or lack of them) had 
an important bearing on their children’s experience of growing up. Supportive 
relationships with the extended family, neighbours, members of the community and 
formal services can provide stability and support in areas beyond the parent’s coping 
resources. Zetlin, Weisner & Gallimore (1985: cited in Booth & Booth, 1994) 
describe the advantages of indigenous networks over those provided by formal 
services, as the support they provide is more reliable, local and rooted in cultural and 
community norms. Moreover, support from friends and neighbours is clearly less 
stigmatising than that from support agencies. People with learning disabilities who 
have been segregated for education and daytime activity may not have a social 
network to draw on when support is needed. Problems with low self-esteem and 
communication difficulties can make it harder to develop friendships, and poverty 
compounds these difficulties. Services may need to support people in developing 
social networks by identifying groups that parents can join and assisting with 
promoting self-esteem and social skills where necessary (McGaw, 1998).
Formal supports can fail when they are perceived by parents as interfering, intrusive 
or critical (Booth & Booth, 1994). Parents may find it hard to accept support in raising 
their children from people who have been forced upon them, who they do not like, or 
with whom they feel little in common.
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Some services have tried to address these problems by introducing direct payments 
schemes, whereby parents who require assistance with daily living are given a budget 
and responsibility for employing their support workers (DoH/SSI, 2000). These 
schemes are not yet widely available for any parents, and parents with learning 
disabilities are unlikely to be early recipients.
Co-ordination of services
Specialist services which provide support for parents with a learning disability at 
various levels have been developed (McGaw, 1996; Woodhouse et al, 2001) but are 
not widely available. In many areas, support is variable and poorly integrated, and 
there may be tensions between services whose focus is the welfare of the child and 
those concerned with the parent (DoH/SSI, 2000).
Raising awareness among professionals of issues involved in working with families 
where a parent has a learning disability is an important part of improving services. 
Training for antenatal staff and health visitors may enable parents who may 
experience difficulty to be recognised early, enabling relationships with specialist 
services to be developed and more effective intervention to take place (Woodhouse et 
al, 2001).
Education
Given that as many as 90% of people with a mild learning disability are not known to 
adult learning disability services (Gath, 1995), there may be a need to promote 
education about parenting issues within the school system. Parents and teachers of 
young people with a learning disability may be unwilling to consider them as potential 
parents (Tymchuk & Andron, 1994). Many young people are leaving school ill- 
equipped to make informed decisions about parenthood, and only become known to 
specialist services again when they are struggling with a family (McGaw, 1996).
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Provision of psychological support
Parents who have a learning disability can benefit from psychological input to address 
emotional issues such as self-esteem and the difficulties which arise from being a 
parent having experienced poor parenting as a child. O’Hara & Martin (2003) point 
out there may be a need for support for spouses who do not have a learning disability, 
and for children who grow up in these families. Booth & Booth’s (2000) study of 
adult children of learning disabled parents found that many had experienced adversity 
whilst growing up. However, the majority retained a close emotional bond with their 
learning disabled parent, and the difficulties they experienced stemmed from the wider 
society, with problems such as harassment, bullying and the poverty trap.
Other support models
It is inevitable that not all parents will be able to maintain sole responsibility for their 
children. Supported living arrangements may enable some parents to care for 
themselves and their children (McGaw, 1996). Shared care and modified foster 
arrangements may be a viable alternative to removing children from their families 
(Tymchuk & Andron, 1994). In other cases the extended family will be called upon to 
provide support, though services may need to be aware that input from family may not 
always be competence-promoting and empowering for the parent (O’Hara & Martin, 
2003).
Conclusion
The right of learning disabled people to marry and have children as stated in Valuing 
People marks a welcome progression in society’s attitude towards parents with a 
learning disability. However, families still tend not to receive the support they need 
and deserve (Woodhouse et al, 2001). Many people with a learning disability struggle 
to bring up their children under conditions which make parenting difficult for anyone, 
including poverty, unemployment, poor housing and victimisation (Gath, 1988). 
Families who come to the attention of the authorities face a real risk of having their 
children removed, and an assumption remains that having a learning disability 
precludes competent parenting (Feldman, 1986). Procedures used to assess parenting
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capability may fail to take into consideration the particular difficulties experienced by 
these parents, and take insufficient account of their strengths.
Interventions focussed on identifying deficits and teaching skills are only part of the 
solution. For some families, some degree of support will always be needed. 
Independence may be less important than the overriding goals of the health and well­
being of the family (McGaw, 1996) and keeping the family together (DoH, 2000b). 
Services need to offer a variety of flexible supports, and to ensure that supports are 
competence-enhancing, rather than competence-inhibiting (Booth & Booth, 1994).
Tymchuk & Andron (1994) advocate a need for new theoretical models of parenting, 
which move away from the idea that a need for outside help makes a parent 
incompetent. Within society as a whole, all parents need some degree of support 
during their child’s lifespan. Parents with learning disabilities may be falling victim to 
middle-class Western ideas that parents should be able to cope alone, without support 
from the extended family or community. Although the support given by extended 
family may not always empower the parent (O’Hara & Martin, 2003), at its best it is 
present from before birth, flexible, non-threatening and non-intrusive, and sets a 
model for what formal supports should be striving to achieve.
34
People with Learning Disabilities Essay
References
Booth, T. & Booth, W. (1994). Parenting under Pressure. Buckingham: Open 
University Press.
Booth, T. & Booth, W. (1999). Parents Together: action research and advocacy 
support for parents with learning difficulties. Health & Social Care in the Community, 
7 (6), 464-474.
Booth, T. & Booth, W. (2000). Against the odds: growing up "with parents who have 
learning difficulties. Mental Retardation, 38 (1), 1-14.
Department of Health (1990). An Introduction to the Children Act. London: HMSO.
Department of Health (2000a). The Children Act Report. London: DoH.
Department of Health (2000b). Framework for the Assessment o f Children in Need 
and their Families. London: DoH.
Department of Health / Social Services Inspectorate (2000). A Jigsaw o f Services: 
Inspection o f services to support disabled adults in their parenting role. London: SSI / 
DoH.
Department of Health (2001). Valuing People: A new strategy for learning disability 
for the 2F‘ century. A White Paper. London: DoH.
Dowdney, L., Skuse, D. Rutter, M. Quinton, D. & Mrazek, D. (1985). The nature and 
qualities of parenting provided by women raised in institutions. Journal o f  Child 
Psychology & Psychiatry, 26 (4), 599-625.
Dowdney, L. & Skuse, D. (1993). Parenting provided by adults with mental 
retardation. Journal o f Child Psychology & Psychiatry, 34 (1), 25-47.
35
People with Learning Disabilities Essay 
English, S. (2002). The family way. Learning Disability Practice, 5 (3).
Feldman, M. (1986). Research on parenting by mentally retarded persons. Psychiatric 
Clinics o f North America, 9 (4), 777-796.
Feldman, M., Case, L. Towns, F. & Betel, J. (1985). Parent Education Project 1 : 
development and nurturance of children of mentally retared parents. American 
Journal o f Mental Deficiency, 90 (3), 253-258.
Gath, A. (1988). Mentally handicapped people as parents. Journal o f Child 
Psychology & Psychiatry, 29 (6), 739-744.
Gath, A. (1995). Parents with a learning disability. In P. Reder & C. Lucey (Eds.), 
Assessment o f Parenting: Psychiatric and Psychological Contributions. London: 
Routledge.
Jenner, S. & McCarthy, G. (1995). Quantitative measures of parenting: a clinical- 
developmental perspective. In P. Reder & C. Lucey (Eds.), Assessment o f Parenting: 
Psychiatric and Psychological Contributions. London: Routledge.
Kelley, L.M., Power, T.G. & Wimbush, D.D. (1992). Determinants of disciplinary 
practices in low-income black mothers. Child Development, 63, 573-582 
McGaw, S. (1996). Services for parents with learning disabilities.-T/zarJ Learning 
Disability Review, \ {\),2 \-2^.
McGaw, S. (1998). Working with parents who happen to have intellectual disabilities. 
In E. Emerson, C. Hatton, J. Bromley & A. Caine (Eds.), Clinical Psychology with 
People with Intellectual Disabilities. Chichester: Wiley.
McGaw, S. & Sturmey, P. (1994). Assessing parents with learning disabilities -  The 
Parental Skills Model. Child Abuse Review, 3, 36-51.
36
People with Learning Disabilities Essay
Moss, J. (1998). Working with issues of sexual abuse. In E. Emerson, C. Hatton, J. 
Bromley & A. Caine (Eds.), Clinical Psychology with People with Intellectual 
Disabilities. Chichester: Wiley.
O’Hara, J. & Martin, H. (2003). Parents with learning disabilities: a study of gender 
and cultural perspectives in East London. British Journal o f  Learning Disabilities, 31, 
18-24.
Quinton, D., Rutter, M. & Liddle, C. (1984). Institutional rearing, parenting 
difficulties and marital support. Psychological Medicine, 14, 107-124.
Sheerin, F. (1998). Parents with learning disabilities: a review of the literature.
Journal o f Advanced Nursing, 28 (1), 126-133.
Shephard, N. (2003). Families and Intimate Relationships. In S. Hodges (Ed.), 
Counselling Adults with Learning Disabilities. UK: Palgrave MacMillan.
Tymchuk, A. (1990). Assessing emergency responses of people with mental 
handicaps. Mental Handicap, 18 (4), 136-142.
Tymchuk, A. & Andron, L. (1988). Clinic and home parent training of a mother with 
mental handicap caring for three children with developmental delay. Mental Handicap 
Research, \,2A-2)%.
Tymchuk, A. & Andron, L. (1992). Project Parenting: child interactional training with 
mothers who are mentally handicapped. Mental Handicap Research, 5 (1), 4-32.
Tymchuk, A. & Andron, L. (1994). Rationale, approaches, results and resource 
implications of programmes to enhance parenting skills of people with learning 
disabilities. In A. Craft (Ed.), Practice Issues in Sexuality and Learning Disabilities. 
London: Routledge.
37
People with Learning Disabilities Essay
Woodhouse, A. E., Green, G. & Davies, S. (2001). Parents with learning disabilities: 
service audit and development. British Journal o f Learning Disabilities, 29, 128-132.
Winnicott, D. W. (1965). The Family and Individual Development. London:
Tavistock.
38
Children and Young People Essay
Do cognitive techniques add therapeutic value to working 
behaviourally with children with OCD?
Children and Young People Essay 
Year 2
PsychD Clinical Psychology
December 2003
39
Children and Young People Essay
Introduction
Obsessive compulsive disorder (OCD) is estimated to affect 2 - 3 %  of children and 
adolescents (Riddle & Grados, 1999). Children may be very reluctant to disclose their 
difficulties, and families may accommodate the child’s rituals or remain unaware of 
the severity of the condition, meaning difficulties remain unaddressed for many years. 
Children who present to services are likely to be offered pharmacological or 
psychotherapeutic interventions, or the two in combination. The most widely 
advocated psychological treatment for OCD is cognitive behavioural therapy (CBT), 
usually based around behavioural interventions where the child confronts an anxiety- 
provoking situation without carrying out their usual rituals. Such interventions, though 
effective, can be highly distressing for the child and parents, and poor adherence to 
therapy has been reported (March, Franklin, Nelson & Foa, 2001). In the last decade, 
adaptations have been made using cognitive techniques to reduce anxiety, enhance 
treatment acceptability and to target symptoms which have resisted traditional 
behavioural methods. Theories and techniques developed with adult OCD sufferers 
offer further possibilities for intervention. Developmental and emotional issues need 
to be considered in assessing the suitability of different treatment approaches.
Phenomenology 
Diagnostic criteria
Diagnosis is made according to the presence of either obsessions or compulsions. 
Obsessions are described as recurrent intrusive or unwanted mental images, impulses 
and thoughts that are experienced by the person as intensely distressing or anxiety- 
provoking (American Psychiatric Association, 1994). The core characteristic of the 
obsessions is that they are resisted; the person is appalled by their occurrence or 
content, and tries to ignore, suppress or neutralise them. Common themes are 
symmetry and exactness (more often in younger children), contamination, harm or 
death and religious and sexual obsessions (Shafran, 2001).
Compulsive behaviour is defined as repetitive actions that the person feels driven to 
perform in response to the obsession or according to certain rules (American 
Psychiatric Association, 1994). The behaviour is aimed at reducing distress or
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preventing some dreaded event or disaster, but is not connected in any realistic way 
with the event, or is excessive. The most common types of compulsions are washing, 
checking, repeating, touching and straightening (Shafran, 2001). The compulsions can 
cause marked distress and obeying them interferes significantly with social, work or 
school functioning.
In adults, OCD can exist without compulsions, although in children this is rarer. Some 
young people have compulsions without obsessions, and describe being driven to 
perform a compulsion by a sense that it ‘doesn’t feel right’ until the act is performed.
It is unclear whether the compulsion exists without obsession, or if the young person 
does not have the cognitive ability to articulate internal mental events (Shafran, 2001).
Age of onset and gender distribution
The average age of onset is between 7.5 and 12.5 years, with a mean of 10.3 years 
(Shafran, 2001). A research sample of 72 children and adolescents with OCD at the 
National Institute of Mental Health (NIMH) in the United States found onset 
considerably earlier in boys than girls, with boys dominant in the younger group (7 -  
11 years) and girls showing an onset of symptoms in the pre- and peri-pubertal stage 
(Swedo, Rapoport, Leonard, Lenane & Cheslow, 1989). A 3:2 male-female ratio has 
been identified in childhood OCD, though when the condition is present in adults the 
gender distribution is equal (Shafran, 2001).
Comorbidity
Certain other conditions have been well-established as occurring with childhood 
OCD. 74% of 72 children in the NIMH sample (Swedo et al, 1989) had a diagnosable 
comorbid condition. Such conditions include depression, generalised anxiety disorder, 
attention deficit hyperactivity disorder, trichotillomania, conduct disorders and eating 
disorders.
Tic disorders have a strong association with OCD. The sample studied by Swedo et al 
(1989) showed a preponderance of motor rituals and tic disorders in the younger, 
earlier onset group. Up to 50% of children with Tourette’s syndrome, the most chronic
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and debilitating form of tic disorder, have clinically diagnosable OCD (Riddle & 
Grados, 1999).
Course of the disorder
A debate exists as to whether the OCD seen in children is syndromally distinct to that 
seen in adults. It is reported that up to two-thirds of cases of adult OCD had their onset 
in childhood (Rasmussen & Eisen, 1992 as cited in Barrett & Healy, 2003). The 
suggestion has been made, however, that childhood OCD, with its dominance in males 
and links to tic disorders, may be a particular sub-type of the disorder.
This proposal received support in recent research which discovered a relationship 
between certain childhood infections and the onset of OCD symptoms. It is suggested 
that repeated streptococcal infection may play a role in symptom onset and certain 
neurological abnormalities, noticeably enlargement of the basal ganglia (Geidd et al, 
2000 as cited in Shafran, 2001). The existence of this subgroup of OCD patients 
(termed PANDAS; Pediatric Autoimmune Neuropsychiatrie Disorders associated with 
Streptococcal infection) supports the possibility of different types of OCD.
Assessment
Diagnosis of OCD in children is generally established by means of a clinical interview 
with the child and parents. Patience and sensitivity are required to gain accurate 
information, as the child may be reluctant to disclose their difficulties or feel that their 
obsessions are shameful (Shafran, 1998). It is iinportant to gain an understanding of 
the belief system the family holds around the difficulties, so that interventions can be 
devised which are meaningful and acceptable to them.
The Children’s Yale-Brown Obsessive Compulsive Scale (CY-BOCS) is a semi­
structured interview widely used in clinical and research work to diagnose childhood 
OCD, and has good reliability and validity (Scahill et al, 1997). The core items 
explore obsessions and compulsions, rating them for frequency, degree of interference 
with daily activities, level of distress caused and level of resistance and control over 
symptoms. A six-point difference in CY-BOCS score represents a 35-50% change.
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and is generally taken to represent a meaningful clinical difference (March et al,
2001).
A self-report measure for young people has recently been developed (the Children’s 
Obsessional Compulsive Inventory; CHOCI). It shows good internal consistency, 
criterion validity and correlates significantly with the CY-BOCS (Shafran et al, 2003). 
This measure may provide a more accessible means of assessing OCD in young 
people.
Treatment and outcomes
Cognitive behavioural therapy, with or without additional psychopharmocological 
treatment, has emerged as the most frequently chosen treatment for children and 
adolescents with OCD (March et al, 2001). Drug treatments, usually with seorotonin 
reuptake inhibitors (SRIs), have been the subject of considerable research (see Riddle 
& Grados, 1999 for a review). CBT is routinely recommended as the 
psychotherapeutic treatment of choice for OCD across the lifespan (March, Frances, 
Carpenter & Kahn, 1997) but has relatively little empirical support to justify this 
position in regards to its applicability to children and adolescents.
Few outcome studies have been carried out, with only two controlled trials (De Haan, 
Hoogduin, Buitelaar & Keijsers, 1998; Franklin et al, 1998). Participants in studies 
may be taking concurrent medication, making it difficult to separate out the role of the 
psychological therapy (March, Mulle & Herbel, 1994). Moreover, the variability of 
therapy offered makes comparisons across the evidence base difficult. CBT for this 
group is an umbrella term for a wide variety of different interventions which may 
include behavioural, cognitive, narrative and family-oriented approaches. Some 
attempt has been made in the adult literature to tease out the relative contribution of 
different techniques, with studies comparing therapies with a behavioural versus 
cognitive emphasis (Van Oppen et al, 1995) and other work using component analyses 
to unpick the impact of different strands of treatment (Foa & Kozak, 1996). The 
literature on childhood OCD does not yet enable this kind of comparative analysis.
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Evidence base for CBT in childhood OCD
There is a marked lack of consensus in the literature about what CBT for this group 
entails. Cognitive models and techniques for OCD based on Beckian cognitive therapy 
(Beck, 1976) have been elaborated and received considerable empirical support in 
adults (Salkovskis, Forrester & Richards, 1998). These models, which focus on 
responsibility appraisals and addressing the significance of intrusive thoughts, have 
been tentatively explored with children and adolescents (Shafran & Somers, 1998; 
Williams, Salkovskis, Forrester & Allsop, 2002; Barrett & Healy, 2003) and the 
limited evidence available supports the usefulness of further investigation. Such 
models place faulty cognitive processes at the centre of the disorder, with behavioural 
experiments used to test and correct beliefs.
CBT models for childhood OCD differ markedly from this. The most commonly cited 
and researched treatment protocol, that of March and colleagues, places OCD in a 
neurobehavioural framework (March et al, 1994). Treatment uses primarily 
behavioural techniques, with cognitive components given an adjunctive role.
Behavioural theory and E/RP
Behavioural treatments have long been used in treatment of OCD and other anxiety- 
related disorders. Behavioural theory in OCD (Rachman & Hodgson, 1980 as cited in 
Shafran, 1998) explains anxiety as prompted by exposure to a feared stimulus. 
Compulsions reduce anxiety, albeit temporarily, and carrying out the compulsion is 
therefore negatively reinforcing. Behavioural therapy consists primarily of exposure 
with response prevention (E/RP). This approach involves exposure to a feared 
stimulus which has been avoided, and prevention of the typical response -  in 
behavioural terms, an extinction procedure. In a person with OCD, E/RP may involve 
touching a feared ‘contaminated’ item and then resisting the hand-washing ritual 
which usually follows. Anxiety decreases according to a process of habituation, and 
the person experiences that anxiety attenuates even when the compulsion is not carried 
out. Repeated exposure is associated with decreased anxiety until the person no longer 
fears contact with the targeted stimulus. Multiple fear-provoking stimuli will usually 
need to be targeted successively in this way, although unscheduled generalisation can 
occur. This can be explained in terms of operant conditioning. Because the anxiety
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and compulsions of OCD are in themselves aversive, successful E/RP can promote 
willingness to engage in further E/RP via negative reinforcement (March et al, 1994).
E/RP for OCD was developed in adults, and empirical and clinical reports support its 
effectiveness (Abramowitz, 1998). Component analyses have been carried out which 
suggest both exposure and response prevention are active elements of the treatment, 
with exposure reducing phobic anxiety and response prevention reducing rituals (Foa 
& Kozak, 1996). The literature reveals median success rates of 75% for adults who 
complete treatment (Salkovskis & Kirk, 1989). Gains achieved with E/RP persist 
beyond treatment discontinuation (Foa & Kozak, 1996), although booster sessions 
may be helpful for long-term progress and to prevent relapse at times of stress.
E/RP is typically implemented using graded exposure, where a hierarchy of feared 
stimuli are addressed on a step-by-step basis. Some clients may favour flooding, 
where the most anxiety-inducing scenario is faced in one intensive session until 
anxiety subsides. Both graded exposure and flooding have gained empirical support 
(March et al, 2001). Treatment guidelines published in the USA recommend a 
minimum of 13 to 20 hours of exposure and response prevention, comprising both in­
office and in vivo exposure, as well as homework tasks between sessions (March et al, 
1997).
Behavioural interventions include other elements such as relaxation training, although 
this has been shown to be an inert component of the treatment (March et al, 2001). 
Other methods are used in behavioural therapy, including extinction, modelling and 
shaping procedures and operant procedures in the form of positive reinforcement for 
success in exposure tasks.
Implementing E/RP with children
E/RP has been adapted for children and adolescents. There are special considerations 
with regard to using methods successfully with this group. With younger children, 
consideration may need to be given to their capacity to understand the rationale of the 
treatment and to tolerate anxiety (Shafran, 1998). For successful treatment, children 
must desire to eliminate symptoms and be willing to cooperate with the treatment.
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Graded exposure, where the child controls the rate of progression, is generally seen as 
preferable to flooding (Grados & Riddle, 1999). It is important to ensure that families 
understand the rationale for the treatment and can act as co-therapists.
Evidence for the efficacy of E/RP-based interventions with children comes mainly 
from the work of March and colleagues. March’s CBT approach incorporates some 
elements of cognitive and family work, although the three main strands of the 
approach - information-gathering, E/RP and homework assignments -  are primarily 
behavioural. A standardised manual (“How I ran OCD off my land”, March et al, 
1994) which details a 12-session intervention has enabled empirical investigation of 
the approach.
An open trial of this manualised CBT approach was conducted with 15 children and 
young people with moderate to severe OCD, as defined by scores on the Y-BOCS and 
the NIMH Global Obsessive-Compulsive Scale (March et al, 1994). All but one of the 
participants received concurrent medication treatment, and four were in receipt of 
additional sessions of either family therapy or supportive psychotherapy. Statistical 
analyses showed a significant benefit at post-treatment and at follow-up. 12 of the 
fifteen had at least 30% improvement on the Y-BOCS at post-treatment; 10 
experienced a greater than 50% reduction in Y-BOCS score, and this maintained at 
follow-up intervals as long as 18 months. Six were judged as asymptomatic on the 
NIMH-GOCS at follow-up.
A subsequent single-case study was carried out by the same authors using CBT to 
treat an eight-year-old girl who was not receiving medication (March & Mulle, 1995). 
The study used a within-subject multiple baseline design, with global ratings across 
treatment weeks. Eleven weeks of treatment produced complete resolution of OCD 
symptoms, though scores on measures are not reported. Improvements were 
maintained at six-month follow-up.
Benazon, Ager and Rosenberg (2002) carried out an open trial of manualised CBT 
using an integration of March’s protocol and another manualised treatment (Schwartz, 
1996; cited in Benazon et al, 2002). Sixteen children and adolescents with OCD were
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treated with no concomitant pharmocotherapy. Ten patients experienced at least a 
50% reduction in CY-BOCS scores, with seven rated as asymptomatic on the NIMH- 
GOCS.
Wever and Rey (1997) describe outcomes for 80 patients referred consecutively for 
treatment for OCD. The study reported on outcomes in a naturalistic clinic setting, 
where all patients were offered CBT and medication in combination. Family 
preference dictated whether treatment was combination, or CBT or drug therapy 
alone. CBT was a manualised treatment developed by the authors where the primary 
tool was E/RP. Those who received combined CBT and medication showed a 
dramatic decrease in CY-BOCS scores following four weeks of intensive treatment, 
with 68% no longer meeting criteria for caseness. Improvement persisted in the 43 
participants followed up for periods of between eight and 60 months, with only 9 
meeting criteria for caseness. Medication alone was associated with reductions in CY- 
BOCS scores, though improvement was slower. Numbers opting for CBT alone were 
too small for analysis.
Two trials have compared E/RP with pharmacological treatment. De Haan and 
colleagues randomly assigned 22 children to either behaviour therapy (E/RP) or open 
pharmacotherapy with clomipramine for 12 weeks (De Haan et al, 1998). A mean 
improvement of 60% was seen on the CY-BOCS in the E/RP condition, compared 
with improvement of 33% in the clomipramine group. Similarly, an improvement of 
67% on the CY-BOCS was seen in a sample of 14 children and adolescents treated 
with 16 sessions of E/RP (Franklin et al, 1998). No difference in outcome was found 
for those children taking concurrent SRIs and those who were medication-free.
A large-scale randomised trial comparing CBT, drug therapy with sertraline, CBT and 
sertraline in combination and pill placebo in children and adolescents with OCD is 
underway (Franklin, Foa & March, 2003). This study will examine comparative 
efficacy and durability of treatments, as well as providing information on differential 
effects of treatment on different aspects of OCD. However, questions may remain 
regarding the relative efficacy of the E/RP and other aspects of the CBT treatment.
47
Children and Young People Essay
In summary, research to date provides some support for the use of psychological 
interventions based on exposure and response prevention. CBT with or without 
concurrent medication has been shown to be effective for some children, and there is 
some evidence that CBT may enable gains to be maintained after medication is 
withdrawn (March et al, 1994; Wever & Rey, 1997). However, in all studies, there 
have been cases who have not responded significantly to CBT. Furthermore, long­
term outcomes in this group appear to be poor. Bolton et al (1995) reported on 9 -  14 
year outcomes of 14 adolescents treated mainly with E/RP and family therapy. Eight 
were rated as recovered, but six still met diagnostic criteria for OCD. A long-term 
study in Denmark reported on outcomes 6 - 2 2  years after treatment using medication, 
behavioural and family therapy (Thomsen, 1994; cited in Shafran, 1998). 
Approximately 25% were recovered; 25% were subclinical; 25% had episodic OCD 
and the remaining 25% had chronic OCD. More effective treatments are needed.
The contribution of cognitive techniques
It is commonly accepted in the literature regarding CBT interventions in OCD that 
exposure with response prevention is the “nugget at the heart of treatment” (March & 
Mulle, 1995 p. 176). Various cognitive techniques have been developed which authors 
report have been useful adjuncts to E/RP in work with children and adolescents.
Externalising the OCD
The treatment developed by March and colleagues borrows from narrative theory in 
using an externalisation technique (White & Epston, 1990), where the child is 
encouraged to give the OCD a ‘nasty nickname’ in order to locate the problem outside 
the child and encourage collaboration between child, family and therapist against 
OCD. Story metaphors are used to enable the child to author an alternative narrative in 
which OCD is written out of their life (March et al, 1994).
Another feature of March’s work subsequently emphasised by Benazon and 
colleagues (2002) concerns psychoeducation aimed at placing OCD “securely within a 
medical model” (March et al, 1994 p.335). Children and families are encouraged to 
see OCD as “brain hiccups”, a neuropsychiatrie illness for which the child cannot be
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blamed. This is explained as a further means to externalise the OCD and avoid guilt 
and blame being centred on the child. Shafran (1998) argues that CBT has a sound 
rationale based within normal learning theory, and that this rationale for therapy is 
comprehensible for families and does not imply the child is at fault.
Increasing self-efficacy
March describes the goals of cognitive therapy as “increasing a sense of personal 
efficacy, predictability, controllability and self-attributed likelihood of positive 
outcome within E/RP tasks” (March et al, 2001 p.9). In therapy based on March’s 
model, the child is taught to use constructive self-talk to “boss back” the OCD during 
exposure and response prevention.
Challenging beliefs
Behavioural experiments have been used to challenge the idiosyncratic beliefs which 
underlie the OCD. A child may believe that not carrying out a ritual would result in 
intense anxiety lasting hours (Shafran, 1998). The therapist can provide a safe 
environment to test this belief, encouraging the child to rate their anxiety at time- 
intervals during response prevention, providing evidence that anxiety decreases within 
a relatively short time.
Thought-stopping
Shafran describes two studies which have used thought-stopping to interrupt 
obsessions, rather than challenge them, reporting good outcomes (Campbell, 1973; 
Kellerman, 1981 as cited in Shafran, 1998). Thought-stopping can be practised first in 
session, to allow the child to experience that he or she can exercise some control over 
cognitive processes. March and colleagues propose thought-stopping as part of their 
‘tool-kit’ to facilitate E/RP.
Cognitive restructuring around the significance of intrusions
Shafran and Somers reported on cognitive restructuring work carried out with two 
adolescents (1998). Both experienced repetitive intrusive thoughts of harm to 
themselves and others, and interpreted the experience of such thoughts and inability to 
control them as a sign of ‘going crazy’. In therapy, a list was provided (Rachman &
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Da Silva, 1978 as cited in Shafran, 1998) which demonstrated that the majority of the 
population experienced thoughts with a similar content, albeit with less frequency. 
Subsequently, both were asked to take part in an experiment which provided them 
with an alternative, benign explanation of the significance of intrusive thoughts.
Asked not to think of a white bear, both found it was impossible to suppress such 
thoughts and images. They were able to extrapolate their discovery to their own 
unwanted thoughts, and conclude that a reasonable explanation for the persistence of 
their intrusions might be their attempts to suppress them. Both were reported to make 
good progress in therapy.
Reappraising responsibility
Williams and colleagues (2002) described therapy with six adolescents which was 
focussed on helping them to reappraise notions of responsibility. A 12-year-old boy 
who was concerned he might be responsible for bringing a dangerous illness home 
from school was encouraged to challenge the belief. Discussion was around whether 
family members became ill when he had not been at school, and how often people at 
school were ill. The study used a revised version of the Y-BOCS, making 
comparisons with other studies difficult, but the authors report reductions in 
symptoms of around 40%. Appraisals of responsibility changed at the same time as 
symptom scores.
Cognitive therapy to address specific symptoms
Certain subtypes of OCD symptoms, including those relating to moral guilt and 
scrupulosity, have responded better to cognitive therapy than to E/RP. E/RP is more 
successful when the child can acknowledge the senselessness of their obsession, 
something which may be less likely with obsessions with a religious or moral basis 
(Rapoport & Inoff-Germain, 2000). Eliciting the collaboration of parents and other 
members of the community may be helpful in coming to a shared understanding about 
the point at which moral or religious beliefs become obsessions, especially if the 
clinician is of a different faith or cultural background.
CBT for childhood OCD has not been dismantled. The evidence base describes 
outcomes in children and adolescents treated with interventions comprising a variety
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of approaches. Different authors have emphasised contrasting elements as important, 
hut it is commonly accepted that, at the very least, cognitive techniques delivered 
alongside traditional behavioural therapy may provide a means to make E/RP more 
palatable to families and less distressing for children. Such techniques may boost a 
child’s sense of self-efficacy and self-esteem or be helpful in minimising the guilt and 
shame surrounding their obsessions. Cognitive techniques can undermine distorted 
beliefs which maintain OCD. Some symptoms which have been resistant to E/RP may 
prove more amenable to cognitive approaches.
A more central role for cognitive theory in childhood OCD
Research in adult OCD has followed a different course from the neuropsychiatrie 
accounts which dominate in the child literature. In adult models, the condition has 
been placed firmly within a cognitive framework, and consequently cognitive 
techniques are accorded a more central role. The basis of the model proposed by 
Salkovskis (1985) is that normal intrusive thoughts, occurring as unattended 
‘background noise’ in the majority of people, are perceived by OCD sufferers as 
significant and appraised in terms of responsibility for harm. There is in OCD 
sufferers, “an inflated belief in the probability of being the cause of serious harm to 
others or self, or failing to avert harm where this may have been possible” 
(Salkovskis, 1985, p.575).
Responsibility has been defined as “the belief that one has power which is pivotal to 
bring about or prevent subjectively crucial outcomes. These outcomes may be actual, 
that is having consequences in the real world, and/or at a moral level” (Salkovskis et 
al, 1996; cited in Shafran, 2001). According to the theory, an intrusion which is 
appraised in terms of responsibility for harm leads to the need for action. The person 
will then attempt to avoid or escape responsibility by trying to suppress the thought, 
image or impulse, or neutralise it by carrying out a compulsion.
The overestimation of responsibility for harm in adults with OCD has been 
extensively researched. Studies have found that increasing perceptions of 
responsibility leads to an increase in anxiety and neutralising behaviours, supporting
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the notion of a cognitive responsibility bias (Lopatka & Rachman, 1995; Shafran, 
1997). Salkovskis’ cognitive theory also proposes that in OCD there is an 
overestimation of the likelihood and severity of harm, and this proposal too has 
received support in research with adults (Foa & Kozak, 1986; Freeston et al, 1996 as 
cited in Barrett & Healy, 2003).
Rachman (1993) proposed another important cognitive distortion in OCD, the concept 
of thought-action fusion (TAF). This theory suggests that people with OCD perceive 
thoughts and actions containing harm as equivalent, and see themselves as equally 
responsible in thinking about an aversive event as in acting. Research has supported 
the theory, with the construct of TAF found to be higher in OCD than non-clinical 
samples (Barrett & Healy, 2003). Other researchers have emphasised the role of self­
doubt and poor cognitive control in OCD (O’Kearney, 1998; Clark & Purdon, 1993, 
cited in Barrett & Healy, 2003).
The cognitive model of OCD in adults has been elaborated and widely researched, and 
therapies based on these ideas are generally acknowledged as effective treatments 
(Abramowitz, 1998). A controlled study conducted by Van Oppen and colleagues 
(1995) suggests that cognitive therapy based on this model is as or more effective than 
behaviour therapy. Significantly more patients in the cognitive therapy arm were rated 
as “recovered” at post-treatment, though long-term effects of cognitive therapy have 
yet to be established.
Relevance of the cognitive model to childhood OCD
Recent research has explored whether the cognitive model may be applicable in 
childhood OCD. Barrett and Healy (2003) investigated whether the cognitive 
processes and biases identified in adults with OCD were present in children aged 7 - 
13. Children with a diagnosis of OCD were compared to those with another anxiety 
disorder and a non-clinical control group. OCD children reported significantly higher 
ratings of responsibility, severity, thought-action fusion and less cognitive control in 
comparison to non-anxious children. This provides preliminary support for the 
applicability of the cognitive model to childhood OCD, suggesting that as early as age 
seven, children with OCD have begun to process threatening information in a way that
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is different from other children. Further research could begin to uncover the 
developmental pathway of these cognitive biases and how they relate to the 
development of OCD symptoms.
Developmental considerations in CBT
Empirically-supported models from adult OCD research may provide the basis for an 
expansion of cognitive work with children and young people with OCD. Shafran and 
Somers (1998) and Williams et al (2002) have demonstrated that theories around 
catastrophic misinterpretation of intrusive thoughts and overestimation of 
responsibility can be applied to good effect in therapeutic work with adolescents with 
OCD. Evidence that children with OCD show similar cognitive biases to adults may 
lead to cognitive models and techniques taking a primary role in childhood OCD, 
contrary to current practice where cognitive techniques support and facilitate 
fundamentally behavioural treatment approaches.
However, consideration needs to be accorded to developmental issues. Cognitive 
therapy relies on a person’s ability to identify their feelings and cognitions, think in 
abstract terms and engage in logical analysis. This may be suitable for adults and 
adolescents, but less so for younger children, who think in more concrete ways and 
have difficulties with abstract thought. Meta-analyses of psychotherapeutic work with 
children with behaviour disorders found a positive relationship between age and 
treatment outcome, with older children benefiting more from cognitive treatments. 
Adolescents (aged 13-18) showed the best results, but successes were also shown in 
the pre-adolescent (1 1 -1 3 ) age group, with less success in younger children (Dush, 
Hirt & Shroeder, 1989; Durlak, Fuhrman & Lampman, 1991; cited in Ronen, 1998).
In OCD, as with other disorders, the success of cognitive therapy will rely on a certain 
level of verbal and cognitive competence. Older children may be able to work with 
automatic thoughts, rational analysis and cognitive restructuring. Younger children 
need more simple, specific instructions, and approaches like the manualised approach 
of March and colleagues (1994), where behavioural interventions are coupled with 
straightforward cognitive techniques such as positive self-talk, may be most
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appropriate. Careful assessment of a child’s cognitive level, strengths and limitations 
will allow the most suitable techniques to be selected.
Children’s capacity to understand and express emotions also develops over time. 
Emotional development progresses in stages, though unlike other modes of 
development, emotional processes are not linear and can be vulnerable to stressful 
events causing regression to earlier stages. In normal development, with increasing 
age children develop a broader range of emotional concepts and begin to interpret 
their own and others’ emotional experiences in more sophisticated ways. Cognitive 
techniques such as problem-solving or checking alternative solutions may be 
impossible before children gain the ability to empathise with others. In order to make 
cognitive techniques effective, a clinician will need some understanding of a child’s 
developmental stage and their capacity to understand and process emotions.
Conclusion
CBT has become established as the preferred psychological treatment for OCD in 
children and adolescents, yet a coherent cognitive behavioural model for childhood 
OCD has yet to be established. The work of March and colleagues (1994) provided a 
standard account of how CBT with this group might be conducted. Studies using this 
and subsequent manualised treatments have shown that E/RP combined with cognitive 
approaches can be acceptable and effective for some children. Further research is 
needed to investigate the factors which influence successful outcomes, and to assess if 
improvements are maintained in the long-term. Comparative studies which unravel the 
relative efficacy of different elements of treatment have yet been undertaken.
Ethically, it may be inappropriate to carry out exposure and response prevention 
treatments with children in the absence of the other techniques which reduce anxiety 
and distress.
Salkovskis’ cognitive model of OCD in adults has a solid empirical base. Preliminary 
evidence suggests that the cognitive biases present in adult OCD also exist in children. 
Therapeutic work based on this model has been useful in treating adolescents, and 
there would appear to be some potential for the development of effective 
interventions. However, until the evidence base around cognitive behavioural
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interventions for this group is more firmly established, the challenge for clinicians lies 
in choosing a combination of techniques which address the child’s specific symptoms, 
and can mesh with the child’s cognitive abilities, developmental stage, individual 
differences and family preferences.
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Introduction
Later life involves many transitions. These may include coping with significant loss, 
including the death of a spouse or friends, changes to health and mobility, cognitive 
losses, retirement and family transitions such as grandparenthood. Older people may 
be vulnerable to cumulative stress caused by multiple transitions, which may prove 
overwhelming to their coping resources. For the 6% of over-65s in this country who 
were bom abroad (Livingstone et al, 2001), these transitions occur within a complex 
context of factors surrounding their migration, acculturation and status in this country.
International migration has become the norm for many people, but is still a stressful 
and long-lasting transition, and one that is given insufficient recognition by society as 
a whole (Sluzki, 1992). Little attention is given to the phenomenon in the 
psychological literature, with the exception of epidemiological studies examining the 
prevalence of mental health difficulties in immigrant populations (see Bhugra, 2004 
for a review). Some authors in the family therapy literature have explored the impact 
of migration. It has been proposed that migration brings about such long-lasting and 
profound family changes that it creates an entire new life stage for families. Some 
migrations occur amid the trauma of war or persecution, and family members are lost 
or left behind. Even when migration is a planned move in search of better economic 
circumstances, its impact is considerable. Close relatives are separated, marriages are 
postponed, children are brought up in the absence of extended family support, and 
family roles change. These changes can alter a family’s developmental progression 
and reconstruct its structure and dynamics (Hernandez & McGoldrick, 1999)!
Migration is, therefore, a major transition whose effects reverberate through the 
lifespan. In this essay, I intend to focus on the ways in which the migration experience 
impacts on the individual and their family as they achieve later life. I will consider 
how circumstances surrounding migration can lead to ‘vertical stressors’; anxieties 
and vulnerabilities which may be transmitted through generations (Carter & 
McGoldrick, 1980). In this context, the normative transitions of later life can be seen 
as ‘horizontal stressors’ which can reawaken old fears and tensions. An additional 
transition for elders who have migrated surrounds the notion of “going home” -  for
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many, living in Britain was intended to be a temporary state of affairs. Late life events 
may both heighten the desire to return, and make return difficult, and elders must cope 
with feelings of displacement involved in living the later stages of their life in a place 
where they did not plan to stay.
Clinical psychologists and other mental health professionals often meet elders as they 
struggle with life transitions (Myers & Harper, 2004). An understanding of the ways 
in which migration can cause lasting effects may lead to a better understanding of the 
elder’s presenting problems. Stories and memories of the country of origin and the 
changes brought about in migration may hold valuable insights into migrants’ past and 
present lives. Migration stories may also contain significant strengths and resilience, 
which can be mobilised in therapy to benefit elders and their families.
Migrants are heterogeneous; the factors which impact on later life will vary with age 
at migration, gender, country of origin and destination, the extent to which migration 
was chosen or forced and a myriad of other factors (Gorell Barnes, 1998). Some 
migrants quickly come to consider their adopted country as home. Migrants whose 
displacement was forced by war or persecution may hold very different feelings about 
the country they left behind than those who left of their own volition. I intend to focus 
on those migrants who migrated in their youth in search of employment and a better 
life. The sources I have accessed relate to Irish, Caribbean and Bengali migrants to 
Britain, and members of the Asian, Irish and Latino communities in the USA. My own 
perspective as a second-generation immigrant (see Personal Statement) impacts on my 
choice of subject and my selection of material. The “myth of return” (Anwar, 1979) is 
prominent in my community, and may act as a resource as well as a handicap. For 
others who have been displaced by war or persecution, return may never be an option.
In discussing therapeutic work with ethnic elders, I am aware that I am putting 
forward an idealised view of the potential for working with a group who face very 
significant barriers in accessing appropriate support. It is beyond the scope of this 
essay to consider the challenges facing therapists working cross-culturally in 
developing a shared language and belief system with their clients. Therapists may not 
speak their clients’ language. Perceptions of distress and well-being vary across
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cultures (Owusu-Bempah, 2002). The therapeutic relationship contains a differential 
power balance. These challenges may have contributed to the dearth of attention in the 
psychological literature to issues affecting migrant elders, and should encourage a 
renewed focus on the needs of this group.
Personal statement
The story of Irish emigration is very much part of my family’s history. My paternal 
grandparents left the West of Ireland for New York in the 1920s, returning when 
enough money had been saved to buy the farm where my father grew up. My father in 
turn left at 16 for London to work in construction . His two brothers also settled in 
England and his sisters moved to the USA. When my grandparents died the land was 
abandoned, with no-one willing to return to the harsh existence of farming. The land 
has recently been passed to my generation, who plan to build a holiday home, and in 
the case of one cousin, to move to Ireland permanently, a desire which mystifies our 
parents. My mother’s parents were also emigrants, my grandmother and her sister 
among the thousands of young Irish women who came to London in the 1930s to 
work in domestic service.
In my family, Ireland was referred to as “home”, although my father never intended to 
return, and my mother had never lived there. Annual family holidays to Ireland took 
place before I was born, but ceased when my grandmother died; I was very envious of 
my older siblings’ stories of donkey rides and playing among the haystacks. In 
practical terms, having a “home” in Ireland gave families like mine a rural escape for 
children during the holidays. More abstractly, perhaps it provided a mental escape; a 
place where you could imagine going if things were going badly, where you might fit 
in and be welcomed. The sentimental image of “the old country” which is cherished 
by second- and third-generation Irish around the world may be not be an objective 
reality, but perhaps it serves a useful function.
Researching this essay has informed me about my own family’s migration 
circumstances, and given me a different perspective. I knew Irish emigration took 
place on a major scale, but had also surmised that individual factors must play a 
significant role -  some family trait of independence or adventure-seeking that led my
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father and grandparents to head off alone in their teens, that I could claim as my own.
I had also wondered about the family circumstances that drove my father and his 
siblings across the world, rather than staying near their parents. There may be truth in 
both these ideas, but in the broader context of Irish emigration, they become almost 
insignificant -  four out of every five children in my father’s generation - half a million 
people - left Ireland in the 1950s (Coogan, cited in Dunne, 2003). There is great 
personal resilience in the narratives of elders: many prospered and are proud of what 
they achieved for their families. At the same time, there is great sadness and injustice; 
the migrants who are now ageing in Britain played a major role in rebuilding this 
country after the war, and yet receive little reward or acknowledgement. They left 
their homes behind in order to build a better life for their children, but their children 
may continue to be excluded and marginalised. Twentieth century migration has 
changed the face of this country, but the impact on those who took part in it receives 
little attention.
The impact of migration
The impact of migration has not been widely explored (Rogler, 1994). 
Epidemiological studies have explored differential rates of mental illness between 
immigrant and indigenous populations but results are often contradictory (Bhugra, 
2004). Pre-migration factors, the break-up of social networks, racism, unemployment 
and poor working and living conditions may interact to create stresses for migrants. 
Other circumstances act as protective factors, such as supportive family and 
community networks.
Carter and McGoldrick (1980) developed the notion of vertical and horizontal 
stressors. Their concept of two axes of stress acknowledges the ongoing impact of 
events in a family story, and how historical stressors may manifest themselves when 
families face new adjustments. Insights into elders’ experiences can be drawn from 
qualitative literature in the fields of oral and social history (Gardner, 1999, 2002; 
Ryan, 2002; Kamauesi & Smith, 2002; Dunne, 2003).
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Losses in the social network
Later life sees a dwindling of the social network. The loss and rebuilding of the social 
network in migration can be considered the most significant psychological aspect of 
migration (Rogler, 1994). Therefore, achieving old age and losing valuable social 
supports can be very difficult, and may awaken the trauma of past losses. Elders who 
have close links in two countries may experience multiple losses, as their immediate 
social network shrinks, and they receive news that those they left behind have died. 
This may be especially hard if health or financial constraints prevent them from 
attending funerals:
“My mother also died. I was here and I never saw her body... mothers, they carry you 
in their wombs, give birth to you, look after you and raise you. I still think about my 
mother, and there is so much to think about my head becomes flooded with emotion. I 
cannot cope with it.
Q: If you had seen the body?
I would have found some peace. I would have washed her, dressed her and bid her a 
final farewell. I would have done the Islamic things. I would have prayed for her, read 
the holy books...” (Gardner, 2002, p74).
Death of a spouse
Couples who experience migration may be forced by the loss of an extended social 
network to rely very much on each other (Sluzki, 1998). This can create tensions as 
well as a strong mutual reliance, meaning that the death of one spouse is particularly 
hard for the other to bear. Many of the Irish elders in Dunne’s work (2003) described 
married friends who had achieved the lifelong dream to retire to Ireland, only for one 
spouse to die, leaving the other alone and isolated from the network of support built 
up over fifty years in Britain.
Grandparenthood
Becoming a grandparent may be a source of great joy to elders, but can also create 
stresses. Elders who have planned to “go home” may find with the arrival of 
grandchildren that their dreams must be abandoned, as the younger generations are 
settled in Britain. Care arrangements in extended families may mean that grandparents
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are relied upon for childcare (Patterson, 2004). In other cases, the elders themselves 
are frail, and must therefore stay in this country, where their children can provide for 
them.
“Before, I used to say that I would do five years and go. But now we have our families 
here, that’s what causes us to be stuck. And the thought of going back never occurs to 
THEM” (Gardner, 2002, p219).
Retirement
Elders who have worked hard all their lives may find retirement hard to bear, 
particularly if they have defined themselves and their residence in the country in terms 
of employment and earning power.
“Of course it was a happy time. At that time I couldn’t have been happier. I worked 
and earned. I worked the most and brought the biggest wage. I did things with it [the 
money]. I kept some, sent some home and now it’s finished” (Gardner, 2002, p99).
No longer being physically able to work may have dire consequences for some 
migrants. Many Irish men in Britain spent years “following the work” around 
construction sites throughout Britain. Because they always planned to return to 
Ireland, they did not put down roots, and lived on the margins, accepting cash-in-hand 
payments. When they could no longer work, they had no entitlement to benefits in 
Britain, and many became homeless. The Irish comprise 30% of London’s homeless 
population, and many of these are older men (Nightingale, 2001).
Reduced income
The reduced income which may accompany later life may be traumatic for elders who 
have experienced extreme poverty. Many migration stories describe conditions of dire 
poverty in the country of origin:
“... there were all these skilled people queuing up to go to England for the 
construction. It was that or starvation. There was nothing to be got here” (Dunne,
2003, pi 16).
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For some elders, there may also be considerable frustration and resentment that, 
despite their years of hard work, they find themselves once again living in poverty. In 
Britain, the majority of ethnic elders live in inner-city areas and are likely to face 
economic deprivation (Rait, Bums & Chew, 1996). Despite their pre-migration 
dreams of affluence, many spend their working lives in poorly-paid , unstable work. 
They have experienced discrimination in the search for employment, and exploitation 
in the workplace:
“When I finally got a job I had to work twelve to fourteen hours a day in horrendous 
conditions for less than white workers” (Walker, 1998, pi 5).
Elders who migrated may for years have sent money home to support the family left 
behind. This can be a source of great pride:
“I got paid at the first of the month and straight down to the Post Office and then the 
next morning I’d be thinking “the money is there now”, the postman bringing mammy 
the pound. It was great to be able to help her” (Louise Ryan, 2002, p48).
The shift in power within families which comes with age may be hard to bear for these 
elders who find themselves financially dependent on their children:
“I thought I would work and retire, go back to Bangladesh, settle and live out the rest 
of my days religiously. Now I cannot go back: it looks like I’m going to stay here and 
die. Only Allah knows. If my sons cared they would notice and send me back, but 
they have not done anything...” (Gardner, 2002, p219).
Changes in health and mobility
Emigrant elders have often escaped poverty through their autonomy, mobility and 
willingness to work in physically demanding jobs. Later life, with its increased 
dependency and health difficulties, may evoke frightening feelings of powerlesshess.
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Health problems may also prevent a longed-for return to the country of origin. The 
economic uncertainty and prohibitive cost of medical care in Bangladesh meant that 
those Bengali elders interviewed by Gardner who were wheelchair-bound or reliant on 
medications were no left with no real choice between London and the desk (Gardner, 
1999). The meagre healthcare resources available via the Medicaid system to Latino 
families interviewed by Ortiz and colleagues were at least preferable to the inadequate 
or inaccessible medical services of Puerto Rico and Latin America (Ortiz, Simmons & 
Ladson Hinton, 1999).
One Bengali elder described how his children’s decision to settle in Britain meant his 
health was likely to be poorer:
“ ...I would go back [to Bangladesh] and stay there, but I cannot go back because of 
my children. You understand? I wouldn’t have to put up with the cold weather, I 
would not be so ill... I mean just the air, and the people would change things” 
(Gardner, 2002, p218).
Cognitive losses
Difficulties associated with recent memory may leave more distant memories intact, 
meaning older people experience images and memories of their early years, which 
may be a source of comfort or distress. “Place” can hold great significance for elders 
experiencing dementia. Ortiz and colleagues point out that, in non-literate societies, 
places often serve as the anchor of memory, with the landscape itself acting as a 
mnemonic device (Ortiz et al, 1999). The disorientation associated with dementia may 
be more difficult for those who have experienced a geographical displacement. 
Dementia may also mean a forced move into a long-term care setting, which may 
reawaken the trauma of earlier displacement.
Latino caregivers of elders in Boston understood their relatives’ dementia as resulting 
from their displacement and the stresses of life in the USA (Ortiz et al, 1999). The 
process of migration and the separation of families at the whim of the US economy 
was seen as placing people at risk:
68
Older People Essay
“They are left alone in life and keep thinking and their minds start wasting away in 
these conditions when they’re left alone, they don’t have any support, they don’t have 
any love because when people start aging others already start forgetting them, they 
push them off to the side” (Ortiz et al, 1999, p491).
Cultural adjustment
Acculturation is the label attached to an ongoing process of maintaining an identity 
with one’s own culture while learning, negotiating and adapting to the dominant 
culture. The type and pace of changes will depend on individual preference, 
psychological resources, availability of support networks and socioeconomic status 
(Hernandez & McGoldrick, 1999). Different members of the family may acculturate 
at different rates, which can be a source of conflict. Gender roles may differ between 
cultures, which can also be a source of strain.
In later life, elders may feel a strong need to reclaim their ethnic roots (Gelfand & 
Kutzik, 1979). Conflicts may arise in families if elders perceive that their offspring do 
not adhere to the cultural or religious norms of the old culture:
“Those of us who have grown up in Bangladesh... the way in which our parents 
looked after us when we were young, in our culture we are told that we must return 
these affections shown to us by our parents and our elders when they are old. It’s our 
culture, we have to do it.. .Those bom and raised here are more similar to their English 
peers, and so when their parents get old they don’t have time to do it [provide care] 
themselves... (Gardner, 2002, p i51).
Bengali elders described the importance of Sylheti soil in relation both to local Islam 
and kinship ties. Returning to Sylhet and being buried in the soil were of great 
spiritual importance, and some elders expressed their fear that they would die on 
foreign soil (Gardner, 2002).
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The “myth of return”
Anwar (1979) coined the term “the myth of return” to describe the situation of 
Pakistani migrants who lived their lives in Britain in the expectation that they would 
soon be leaving.
For many migrants, their sojourn in Britain was intended to be temporary. Personal 
accounts abound with quotes to the effect of “just five more years”. However, the five 
years become ten or twenty, and people find as they enter later life that they remain in 
their host country. They have cherished the “myth of return” throughout their lives. In 
later life, elders can be left in a limbo, caught between thoughts of the homeland and 
the family or economic ties which bind them to the host country. As has been 
discussed, the normative transitions of later life may sharpen the desire for home, 
whilst at the same time increasing dependence, and tying elders here.
“I f  s my heart’s desire to say bye bye Britain. But for people like me coming here at 
an early age we provided cheap labour and now I can’t go back to Jamaica” (Walker, 
1998, p30).
Displacement, grief and loss
Many elders caught in this situation report a bewildering sense of “not belonging 
totally in either place” (Dunne, 2003, p43). Having spent much of their lives away 
from “home”, their memories may be frozen in time, or they have developed a 
somewhat idealised view of the homeland. Returning for a holiday, they find little is 
as they remembered:
“While in Ireland, they had idealised life in England, and now in England they tended 
to idealise the situation back home -  images and memories of laughing crowds and 
sunny evenings -  only to return and find in the words of so many emigrants that ‘it 
was a different place altogether’” (Liam Ryan, 1990, p51).
One of Gardner’s Bengali interviewees described a visit to Bangladesh:
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“So much had changed after eighteen years. I can remember not being able to find this 
road I was looking for, it was all so different. And the people around our house, ooh, 
they thought I was such a beautiful finit. I couldn’t sit in the local bazaar in peace, I 
was always surrounded” (Gardner, 1999, p73)
Experiencing culture shock on return to one’s birth country can be profoundly 
distressing. Many migrants have used images of “home” as a source of comfort and 
anticipation during difficult times when they have felt excluded and marginalised 
(Becker, 2003). Having spent what many consider a painful sojourn working away in 
order to send money back, they discover on return that they are considered foreigners; 
“blow-ins”:
“You weren’t even considered Irish anymore. You could feel it. There’s an awful lot 
of begrudgery in Ireland. But people never said “No” to the money that was going 
back all over the years” (Dunne, 2003, p62).
The imperial myth of the “Mother country” meant many migrants from the 
Commonwealth in the 1950s expected to feel welcomed, and experienced a profound 
shock and disappointment at the bitter realities of exclusion and hostility. On return, 
the experience may be relived:
“I realised I was different. I was the same colour and I thought I would fit in and be 
comfortable, but I was different” (Kamaeusi & Smith, 2002, p214).
Bengali elders described their ambivalent feelings about “home”.
“Bangladesh is full of shoytans (devils). My heart cries out for it, but I don’t want to 
go. We are in-between now. Even if you are Bangladeshi, if you went back to live 
their it wouldn’t be possible. You are not seen as the same. You cannot fit into their 
society. That is why this country is better for us now” (Gardner, 1999, p. 73)
Stuart Hall has described the reality that many migrants must accept: “Migration is a 
one-way trip. There is no home to go back to” (as cited in Ortiz et al, 1999). The grief
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and loss which accompany such displacement may be immense, and the loss is not 
just suffered by individuals, but by entire generations who left, and communities who 
were left behind.
“Home” as a resource
Though elders may not have chosen the circumstances that lead to their staying, 
accounts suggest many reach some resolution, living in their “made” land but 
retaining warm memories of their “heart” land (Dunne, 2003).
Memories of “home” may be presented in idealised terms. According to the elders’ 
accounts, Bangladesh is “the golden land” (Gardner, 2002, p 216); El Salvador is “the 
only place I can rest” (Becker, 2003); Ireland is “such a beautiful place... [They’re] 
still writing poetry and still happy to see you” (Ortiz et al, 1999).
Gardner has suggested that imagining, remembering and discussing the homeland in a 
certain way can serve a useful function for elders. She proposes that constructing a 
narrative of an idealised Bangladesh gives elders a means to articulate the 
dissatisfactions and disappointments of their life in Britain, and to express their 
alienation from their adopted country.
Elders may feel unable to openly share their sense of alienation with family members 
who are settled in Britain. Sharing memories with peers enables elders to construct an 
individual and collective identity (Gardner, 1999).
Images and memories of homelands may serve other functions. Irish American 
women caring for relatives with dementia drew strength from images of Ireland as “an 
unchanging oasis: rural, quiet, non-market oriented and a site of greater filial piety” 
(Ortiz et al, 1999, p479). These women empowered themselves as caregivers with 
images of Irish society as matriarchal and the Irish as stoical survivors of hard times.
Latino caregivers in the same study drew on idealised images of their homelands as a 
means to grieve lost opportunities for “good ageing” in their relatives.
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The Aisling project, a charity working with older Irish men and women who are 
homeless in Britain, has used “home” as a means to break the cycle of alcohol 
dependence, mental illness and homelessness. The project takes elders to Ireland for a 
week’s holiday, and reports that, for some, the short break can exert a powerful effect:
“We went to County Donegal and the area was so beautiful, it brought me what I 
suppose you’d call a spiritual awakening. I was an alcoholic and was living this 
rootless existence in Britain. Ireland seemed to scream at me: “What are you doing 
with your life?” I know it sounds odd, but that’s how it felt” (Nightingale, 2001).
These accounts suggest that narratives of “home” may be utilised by elders and their 
families as a means to help them at times of difficult transitions.
Psychological approaches
Perhaps there may be a role for such narratives in psychological therapy. Sluzki 
(1998) has proposed that migration stories can serve a useful focus for family therapy. 
He states that the difficulties of relocation, with the consequent disruption of social 
networks, constitute a theme which resonates for families and can be used to enable 
powerful change.
In narrative therapy (eg White, 1995), it is understood that families and individuals 
create stories about their lives and about a problem situation. Stories may be narrow . 
and problem-saturated, leading to solutions in which nothing changes. A shift in the 
story can help individuals and families transform themselves and their relationships.
In narratives of migration, narrow stories can be expanded to incorporate strengths 
and resilience. Family members can be accorded with competence and positive intent. 
Symptoms and conflicts can come to be understood as the re-emerging by-products of 
the migration experience; an intrinsically and unavoidably complex and painful 
process.
Mirkin and colleagues use a narrative-based approach in therapy with migrant families 
(Mirkin, 1998). They encourage families to “expand the context”, moving away from 
blaming each other for difficulties, and instead examining how larger societal
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expectations influence the family. Contexts of immigrant status, race, religion, gender 
and class affect the family members, their migration stories and how they story their 
difficulties.
The accounts of elders who have migrated contain powerful strengths. Perceptions of 
older people are often dominated by their weaknesses; ill-health, passivity and 
dependency. Elders who have told their migration stories give accounts of agency, 
independence and autonomy (Gardner, 1999; Louise Ryan, 2002). Using these stories 
in therapy may change family members’ and therapists’ perceptions of elders. The 
elders themselves may be helped to access past strengths and alternate identities.
One of the challenges of later life is to integrate memory and identity. The elder draws 
meaning from the past, interpreting and recreating it as a resource for the present 
(Erlanger, 1997). Elders who have experienced the displacement of migration may 
struggle with this integration. Memories for these elders may seem untrustworthy: 
“while memory should support the dominant view of our identity... it always 
threatens to undermine it, whether by obvious gaps, by uncertainties, or by glimpses 
of a past that no longer seems to be ours” (Lambek & Antze as cited in Becker, 2003, 
p i44). Therapy which acknowledges the contradictions and uncertainties of a 
migrant’s memories by weaving them into a coherent narrative may enable elders to 
have a sense of identity that maintains continuity despite the physical and social 
changes of later life.
Conclusion
Little attention has been given in the psychological literature to therapeutic work with 
migrant elders. This may well be because of the significant challenges such work 
presents. Elders may be reluctant to seek psychological help, or lack familiarity with 
therapeutic processes. They may find it difficult to talk openly about feelings. 
Therapists may be reluctant to work with elders, and emotional difficulties may be 
misdiagnosed and attributed to cognitive losses (Myers & Harper, 2004). Elders from 
ethnic minorities face these difficulties, and many more. Barriers include racism and 
culturally insensitive services. Moreover, traditional psychological therapies may not 
be appropriate for different groups, who may not subscribe to ‘Western
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psychotherapeutic’ views of normal development, health and behaviour (Owusu- 
Bempah, 2002).
Providing cross-culturally sensitive therapies is a challenge to therapists. It has been 
argued that the common understanding of mental illness used in the US and Europe 
fails to consider the impact of social, political and economic factors (Fernando, as 
cited in Owusu-Bempah, 2002). Therapists who strive to work more effectively with 
different cultural groups have a responsibility to inform themselves about the 
sociocultural, political and economic contexts that surround their clients (Hernandez 
& McGoldrick, 1998). It has been suggested that therapists develop a broader 
understanding of issues relating to multicultural competence, but focus on the 
developing the skills they need to work with the cultural groups and diversity issues 
which most often arise in their own clinical practice (Hansen, Pepitone-Arreola- 
Rockwell & Greene, 2000).
Psychologists working in the National Health Service may receive referrals relating to 
elders from many groups. Developing competence to work in an informed and 
culturally-sensitive way with a range of ethnic groups is desirable, but poses a 
significant challenge in terms of time and resources. Perhaps in these circumstances, 
therapy using the migration story may be a useful tool. Taking a stance of curiosity 
allows the therapist to understand the particular struggles faced by their client and 
family. The therapist can move away from an expert position, and allow the elder to 
tell their own story of their country and culture of origin. This stance may empower 
the elder, and when families are involved in therapy, allow the younger generations to 
better understand their experiences. Migration stories allow their protagonists to be 
presented in ways where their strengths are evident, and their difficulties and 
vulnerabilities understandable. This understanding may be beneficial in understanding 
the impact of late life transitions on elders, and harnessing their coping resources.
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INTRODUCTION TO THE CLINICAL DOSSIER
The clinical dossier contains summaries of the clinical experience gained over the 
three-year course and summaries of the five case reports submitted.
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ADULT MENTAL HEALTH PLACEMENT SUMMARY 
Dates: 16^  ^October 2002 -  28^  ^March 2003.
Supervisors: Nicolette de Villiers and Jyothi Shenoy.
Trust: South West London & St George’s Mental Health NHS Trust.
Base: West Battersea and Central Wandsworth CMHTs, London.
Presenting problems: Panic disorder, depression, anxiety, trichotillomania, psychosis 
and bipolar psychosis, trauma reactions, morbid jealousy, alcohol misuse, eating 
difficulties, bereavement issues, delusions, sexual offending behaviour.
Assessments: Assessments carried out alone and jointly with supervisors or members 
of the multi-disciplinary team. Measures used included BDI, BAI, BHS, thought 
records. Panic Rating Scale. Psychometric assessment using WAIS-III and WMS-III. 
Interventions: The cognitive-behavioural model was used predominantly, together 
with some exploratory work using psychodynamic interpretations to inform 
understanding.
Organisational work: Conducted audit of consultation systems within the Trust with 
reference to the introduction of a new tool for service-user feedback.
PEOPLE WITH LEARNING DISABILITIES PLACEMENT SUMMARY 
Dates: 9^  ^April 2003 -  26^  ^September 2003.
Supervisor: Colin Lambert.
Trust: Bromley Primary Care Trust.
Base: Bassetts Centre, Orpington, Kent.
Presenting problems: Bereavement issues, relationship difficulties, anger, fear of 
death, repetitive stereotyped behaviours, challenging behaviour, encopresis. 
Assessments: Assessments included interviews with referred clients and family 
members, consultation with other professionals, observation and formal assessments 
using WAIS-R, WAIS-III, SIB-R, Vineland. Observed ADOS-G and ADI. 
Interventions: Interventions based on behavioural, cognitive-behavioural and 
systemic models. Intensive Interaction programme set up in one group home. Training 
on dementia for staff to inform support for client. Consultative role to staff working in 
a group home.
Organisational work: With another trainee clinical psychologist, facilitated seminar 
on copying correspondence to clients. Produced checklist to aid decision-making.
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CHILDREN AND YOUNG PEOPLE PLACEMENT SUMMARY 
Dates: 15“' October 2003 -  26“' March 2004.
Supervisor: Paula Vincent.
Trust: South London & Maudsley Mental Health NHS Trust.
Base: Mary Sheridan Centre for Child Health, Kennington, London.
Presenting problems: Conduct problems, depression, self-harm, school difficulties, 
bullying, post-trauma reactions, sexual abuse, attachment problems, ASD, shyness. 
Assessments: Assessment for treatment interviews with children, adolescents and 
families. School observations and liaison with teaching staff, educational 
psychologists. Measures used included Child Behaviour Checklist, Impact of Events 
Scale, Spence Children’s Anxiety Scale, WPPSI-R, WISC-III, WORD.
Interventions: Interventions were based on systemic and cognitive behavioural 
formulations. Member of reflecting team in family therapy case. Advocated for 
families with regard to housing issues. Co-facilitated parents’ group on play skills and 
behaviour.
Organisational work: Teaching session for health visitors and midwives on 
interventions for eating difficulties.
SURESTART SPECIALIST PLACEMENT SUMMARY 
Dates: 7^  ^April 2004 -  24^  ^September 2004.
Supervisors: Christy Wellings and Liz Gill.
Trust: South London & Maudsley Mental Health NHS Trust.
Base: Tulse Hill, Stockwell and Larkhall SureStart areas, Lambeth, London. 
Presenting problems: Attachment problems, difficulties relating to maternal 
depression, sleep difficulties, feeding difficulties, tantrums, aggression and non- 
compliance, post-trauma reactions, breath-holding attacks.
Assessments: Interviews with parents, carers in own homes. Measures included 
Parenting Stress Index and measures designed to assess progress to parents’ goals. 
Interventions: Interventions informed by attachment, systemic and cognitive 
behavioural models. Worked with bilingual advocates. Observed and carried out 
elements of a Webster-Stratton parenting course. Liaised with social services. 
Organisational work: Updated SureStart assessment proforma to include risk factors 
for future conduct disorder as evidenced by research.
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OLDER PEOPLE PLACEMENT SUMMARY 
Dates: 13*^  October 2004 -  24*^  March 2005.
Supervisor: Catherine Dooley.
Trust: South West London & St George’s Mental Health NHS Trust.
Base: Barnes Hospital, Bames, London.
Presenting problems: Memory difficulties, depression, adjustment to disability, fear 
of falling, paranoid psychosis, physical abuse, trauma memories, bereavement, 
jealousy.
Assessment: Assessment carried out with clients, family members and staff. Measures 
included HADS and Tinnitus Bother Scale. Neuropsychological assessment included 
WAIS-III, WMS-III, MEAMS, COWAT-FAS, Trail Making Test.
Interventions: Narrative and life review models, cognitive therapy. Input to care 
review following disclosures of abuse. Co-facilitated group on memory difficulties. 
Organisational work: One session per week in Rehabilitation Unit for clients with 
physical health difficulties. Consultation to multi-disciplinary staff.
CLINICAL HEALTH PSYCHOLOGY SPECIALIST PLACEMENT SUMMARY 
Dates: 6^  ^April 2005 -  30^ September 2005.
Supervisors: Hilary Rankin and Claire Copland 
Trust: Epsom & St Helier Acute Hospitals NHS Trust 
Base: Centre of Pain Education, Sutton Hospital, Surrey.
Presenting problems: Referrals relating to long-term pain or cardiac rehabilitation. 
Problems included depression, chronic worry, health anxiety, addiction, low self- 
efficacy, anger, activity cycling, relationship difficulties, poor self-image, loss issues. 
Assessment: Assessment for individual sessions and for pain management 
programme. Measures included visual analogue scales. Pain S-E Questionnaire, 
HADS, pain diary
Interventions: Cognitive behavioural model used in individual and group work. Co­
facilitated eight-week pain management programme with focus on stress management, 
communication and self-esteem.
Organisational work: Observed Cardiac Rehabilitation Programme and gave input to 
staff team around recognition and management of psychological difficulties. Designed 
leaflet for cardiac patients referred to Clinical Psychology.
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SUMMARIES OF CLINICAL CASE REPORTS
Adult Mental Health 
People with Learning Disabilities 
Children and Young People 
SureStart -  Specialist 
Older People
References to the Summaries
PsychD Clinical Psychology
October 2002 -  September 2005
All client names and identifying details have been changed to
preserve anonymity.
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ADULT MENTAL HEALTH CASE REPORT SUMMARY 
A cognitive therapy assessment and intervention v*^ ith a 30-year-old man
presenting with panic attacks
Presenting problem
Mr Perez was a 30-year-old Spanish man who spoke English as a fluent second 
language. At referral, he was experiencing panic symptoms several times daily, with 
severe attacks three to four times a week. When we met, Mr Perez described that the 
attacks had been occurring for 12 months, and he had high general levels of anxiety. 
He felt tired all the time but had difficulty sleeping. He was avoiding some social 
situations, though he had continued to work. The psychiatrist had proposed a 
diagnosis of panic disorder.
Assessment
Interview: Assessment was conducted over two sessions. Mr Perez felt he had “the 
world on his shoulders”. His father had recently suffered his fourth heart attack, and 
this led to worry and thoughts about responsibility for his family. He was distraught to 
have been diagnosed with panic disorder, seeing it as a sign of mental weakness. 
Psychometric measures: Beck Anxiety Inventory (BAI); Beck Depression Inventory 
(BDI); Beck Hopelessness Scale (BHS); Panic Rating Scale; Agoraphobic Cognitions 
Questionnaire (ACQ).
Panic diary: Mr Perez completed a diary (eg Clark, 1989) to keep a record of 
frequency and severity of panics. He also provided a daily rating of overall anxiety. 
Risk assessment: Mr Perez believed he might be driven by uncontrollable thoughts to 
kill himself. He denied any current thoughts of harm, and had made no plans. I 
continued to monitor his mental state and risk in conjunction with the psychiatrist.
Formulation
The cognitive model of panic (Clark, 1986) provided the theoretical framework for the 
formulation. According to the model, panic occurs when symptoms of anxiety are 
misinterpreted by the panic sufferer as a sign of imminent physical or mental disaster. 
This increases anxiety, and leads to more intense symptoms, trapping the sufferer in a 
vicious circle that culminates in a panic attack. At the time of the first panic attack, Mr
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Perez reported high stress levels. His father’s recent heart attack had led to worry and 
a hypothesised sensitivity to physical illness. Symptoms of anxiety (a rapid heartrate) 
were misinterpreted as a sign of an impending heart attack, leading to panic. The 
problem was maintained by several means. The diagnosis of panic disorder was 
perceived as meaning he was “losing his mind”. In subsequent attacks he would 
selectively attend to symptoms including racing thoughts. Diazepam and safety 
behaviours, including sitting down when he felt anxious, prevented disconfirmation of 
the belief that catastrophe was imminent.
Intervention
The cognitive-behavioural intervention aimed to identify and modify Mr Perez’s 
catastrophic interpretations, providing alternative explanations for physical and mental 
sensations. Mr Perez responded very positively to psychoeducation around the model, 
recognising the role his catastrophic misinterpretations of symptoms played in the 
escalation of a panic attack. Techniques used subsequently included behavioural 
experiments to target safety behaviours, and responsibility pie-charts to target beliefs 
about responsibility. By the fourth session, Mr Perez had stopped taking diazepam and 
was experiencing no full panic attacks. We subsequently focused on general anxiety. 
Thought records were used to track and challenge negative automatic thoughts about 
responsibility for his family and others. Behavioural experiments were used to 
challenge assumptions about others’ expectations.
Outcome
After seven weekly sessions, Mr Perez was no longer experiencing panic attacks. 
Occasions when his anxiety began to escalate had significantly reduced. The measures 
were repeated, placing Mr Perez in the normal range for anxiety, depression and 
hopelessness. Mr Perez indicated he was no longer avoiding social gatherings. He was 
satisfied with the reduction in panics and changes in his mood, and pleased at his 
increased ability to assert himself with his friends and family. I discharged Mr Perez 
back to his GP.
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PEOPLE WITH LEARNING DISABILITIES CASE REPORT SUMMARY 
An extended assessment with a 28-year-old man referred to learning disability
services for counselling
Presenting problem
Mr Naidu, 28-year-old British Asian man, was referred to the Learning Disabilities 
Team having approached his GP with a request for counselling. Mr Naidu described 
that he hoped counselling would help him “to get a better life, to change my life 
completely”. He described frustration at being unable to get a job, and stated he would 
like more friends.
Assessment
Interview: Background information was gained from Mr Naidu and, with his consent, 
his mother. He had been to school in the special education system, but had no ongoing 
contact with specialist learning disability services. Mrs Naidu had concerns about her 
son’s mental health, as he was sometimes very agitated. Having seen TV programmes 
about autism, she queried whether a diagnosis had been missed when he was younger. 
As a focus for intervention was unclear, it was proposed to undertake an extended 
period of assessment.
Assessment of cognitive and social functioning: Assessment was conducted to 
assess level of functioning and suitability for learning disability services, using the 
Wechsler Adult Intelligence Scales (WAIS-III UK) and the Revised Scales of 
Independent Behaviour (SIB-R). It was ascertained that Mr Naidu’s cognitive 
functioning was at the borderline learning disability level, and that he had comparable 
impairments in adaptive functioning around personal and community living skills. 
Assessment through ongoing exploratory sessions: I reflected in supervision that 
sessions with Mr Naidu did not provide any clarity about how to work with the issues 
which were troubling him. He was friendly, but I did not feel any developing 
emotional bond. Having talked one session about his anger when he was rejected from 
jobs, he did not want to talk about it again, stating that the matter was resolved. 
Interview with employment agency: A worker who had supported Mr Naidu 
previously said his job performance was good but he had difficult relationships with 
colleagues.
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Social networking: Different prospects for socialising were discussed with Mr Naidu, 
and he attended a social outing with other service-users. He did not enjoy the evening, 
and explained that he wanted social contact with people who were not disabled. 
Psychiatric assessment: No evidence was found of mental health problems. 
Assessment for autistic spectrum disorder: It was considered that Mr Naidu’s 
unusual affect and stilted communicative style could indicate an autistic spectrum 
disorder (ASD). ASDs include a range of conditions which share three features; 
impairments in socialisation, communication and imagination evident before 36 
months, often accompanied by a narrow, repetitive range of interests and activities 
(A?A, 1994). I observed the assessment carried out by a colleague using the Autism 
Diagnostic Interview -  Revised (ADI-R) and the Autism Diagnostic Observational 
Scales -  Generic (ADOS-G). Results suggested it was appropriate to consider a 
diagnosis of ASD.
Extended formulation
Recognition of autistic traits helped in understanding the systems surrounding Mr 
Naidu’s difficulties (Lister-Brook, 2003). Impairments associated with ASD, such as 
rigid thinking and complex impairments in social interaction caused difficulties in 
employment and social life. Moreover, his determination to lead a normal life led to 
his exclusion from services which might have offered support, and a painful 
awareness of his difference. Environmental factors, such as discrimination, 
compounded these difficulties.
Recommendations for intervention
Mr Naidu wanted to continue to attend sessions for counselling support, and an 
arrangement was made for fortnightly sessions with a clinical psychologist. It was 
hoped that these sessions would help Mr Naidu identify how his needs for friendship 
could best be met, and provide space to further explore the expression and 
understanding of emotions. Mr Naidu was encouraged to resume contact with 
Jobmatch as the most likely source of help in his job seeking, and given details of 
local services for people with ASD.
89
Summaries of Case Reports Completed During Training
CHILDREN AND YOUNG PEOPLE CASE REPORT SUMMARY 
A cognitive-behavioural assessment and intervention with a 10-year-old girl 
presenting with post-traumatic stress symptoms 
Presenting problem
Calisha Williams, a Black British girl aged ten, was referred to the practice-based 
Child and Family Psychology service by her GP. Calisha had been in an accident 
where she was hit by a car. The accident had occurred six months previously while 
she was with her father Anthony. Since then, she was very fearful crossing roads. Her 
parents described that she was clingy and easily upset, and had experienced 
nightmares.
Assessment
Interview: Assessment with the family was carried out over three sessions. Calisha 
reported that she thought a lot about the accident, though her memories were 
fragmented. Near roads, she would experience vivid intrusive memories. She would 
cry and sometimes sink to the ground. Because of her distress, her parents drove 
Calisha whenever possible. When roads had to be crossed, each parent had a different 
approach. Anthony was firm and did not negotiate. Her mother, Martha, was more 
persuasive.
Daily diary: Calisha completed a record each day of the number of car journeys 
made, the number of roads crossed, and the number of times crossing a road was 
upsetting.
Formulation
Calisha had experienced a life-threatening event, and was presenting with symptoms 
including: 1. Re-experiencing of the event, in intrusive thoughts; 2. Behavioural 
avoidance of roads, and 3. Heightened arousal, including hypervigilance and an 
exaggerated startle response.
This grouping of symptoms is widely recognised as post-traumatic stress disorder 
(PTSD), though the diagnosis is controversial, especially in children (Smith, Perrin & 
Yule, 1998). According to learning theory, Calisha’s accident can be considered an 
unconditioned stimulus which elicited involuntary responses; alertness to threat cues.
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autonomic arousal, fear and a “fight or flight” behavioural response. Because of their 
proximity to the threatening event, previously neutral stimuli (roads and traffic) 
became conditioned stimuli, evoking the same responses. Extinction could not occur 
because the conditioned response was negatively reinforcing -  avoiding roads meant 
reduced anxiety. The cognitive model of PTSD (Ehlers & Clark, 2000) explained 
Calisha’s individual response to the trauma. An unclear memory of how the accident 
happened led to a sense of ongoing threat, and also influenced appraisals of the 
accident as being her fault. Negative appraisals of her competence or the likelihood of 
accidents led to a feeling of current threat. Strategies to control the threat, such as 
ruminating how to avoid accidents or holding adults’ hands, maintained the feeling of 
ongoing danger, and prevented disconfirmation of negative appraisals. Reactions of 
her parents maintained the symptoms.
Intervention
It was proposed to Calisha and her parents to proceed with a cognitive behavioural 
intervention based on carefully paced exposure to feared situations. Calisha attended 
for 17 sessions. A graded hierarchy was drawn, and Calisha coloured in each step as it 
was achieved. She practised progressive muscular relaxation to help her to complete 
exposure tasks. Safety behaviours, such as holding adults’ hands and running the last 
few steps to the kerb, were targeted. Imaginai exposure to trauma memories was 
encouraged by drawing pictures in session. Her parents’ initial difficulty in supporting 
the work, stemming from their own trauma responses, was addressed in a family 
session.
Outcome
Following the family meeting, Calisha progressed quickly to her target “Crossing all 
roads on my own”. Her daily diary showed fewer car journeys and more roads 
crossed. Observations showed Calisha was confidently crossing busy main roads at 
pedestrian crossings. She was not relying on her old safety behaviours. Intrusive 
memories of the accident no longer occurred. Calisha and her parents were pleased 
with the outcome, and her feedback emphasised the importance to her of feeling in 
control of exposure tasks.
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SURESTART SPECIALIST PLACEMENT CASE REPORT 
A family-based behavioural assessment and intervention with the family of a 
four-year-old boy referred with conduct problems 
Presenting problem
Dennis Hunt, aged four years, was referred to the SureStart Clinical Psychology 
service by the child development advisor working with his health visitor. I met with 
Dennis together with his father, Ray, and Ray’s new partner, Cath. The family was 
White British. Dennis was described as having severe temper tantrums occurring 
throughout the day.
Assessment
Interview: Ray explained that Dennis had lived with since he was 16 months old, 
having previously been in foster care. Ray found it hard to stay calm when Dennis was 
challenging, and tended to withdraw, leaving Cath to care for him. Cath and Dennis 
had a strong relationship, but she was frustrated by his behaviour.
Liaison with other professionals: The paediatrician described that Dennis’ birth 
mother had a history of alcohol abuse. Dennis’ developmental delay was due to foetal 
alcohol syndrome (FAS). It was also suggested that Ray had a cognitive impairment. 
Cognitive assessment: Dennis was assessed using the Wechsler Pre-School and 
Primary Scale of Intelligence - Third UK Edition (WPPSI-III UK). Dennis' scores 
suggested he could best be described as a child of extremely low cognitive abilities. 
His pro-rated Full Scale IQ was in the range 62 -  72, placing him in the lowest 1% 
compared to his peers.
Observations: At times it was difficult for the parents to avoid giving attention for 
inappropriate behaviour. Negative interactions increased with stress.
Risk assessment: Conduct problems are often associated with use of harsh discipline 
by parents (Scott et al, 2001). The family denied using physical punishment, and a 
recent social services interview provided reassurance that there were no concerns 
about abuse.
Formulation
Formulation included attention to attachment difficulties, factors arising from Dennis’ 
FAS, and the social and environmental stressors faced by the family. However, the
92
Summaries of Case Reports Completed During Training
evidence base relating to child conduct disorders gives strong support to interventions 
which promote parenting skills (Richardson & Joughin, 2002). Conduct problems 
have been theorised according to coercive family process theory (Patterson, 1982). 
Conduct disorders are associated with three factors relevant in Ray and Cath’s 
parenting style:
1. Parents have few positive interactions with their children;
2. Parents discipline the child frequently, inconsistently and ineffectively;
3. Parents negatively reinforce conduct problems by giving a direction or 
punishing the child briefly, then withdrawing when the child escalates the 
antisocial behaviour. The child learns that escalation will prompt a withdrawal 
of demands. Parents' withdrawal is also negatively reinforced, as the antisocial 
behaviour stops when they withdraw.
Intervention
I proposed that each parent spend a short time each day in “special play”, allowing 
Dennis to take the lead and choose an activity. This type of play is often proposed as a 
first step in parenting interventions (eg Webster-Stratton, 1998). It can serve as a 
means to train parents in being supportive to their child, noticing and commenting 
upon their skills and strengths. Parents are encouraged to give feedback to their child 
on how they enjoy spending time together, and to give positive reinforcement. Play 
times can help build warm relationships, forming a “bank” of positive feelings and 
experiences which are a resource in times of conflict (Webster-Stratton & Herbert, 
1994). Parents' positive attention engenders feelings of self-worth in the child, and 
fosters a secure base for their emotional development.
Outcome
Dennis tantrums greatly reduced, and he was happier and calmer. Cath’s relationship 
with him was very warm, and she felt more confident. Ray, however, found it difficult 
to vary the style of his play with Dennis. This was difficult to address as he did not 
attend further sessions. It was agreed that the family would continue to have contact 
with the service, with the aim to prioritise Ray’s engagement and continue to support 
Cath’s successes.
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OLDER PEOPLE CASE REPORT SUMMARY 
Neuropsychological assessment carried out with a 75-year-old man presenting
with memory difficulties
Presenting problem
Professor Nicos Frangou was referred for neuropsychological assessment by the staff 
grade psychiatrist. Prof. Frangou was a 75-year-old retired academic of Greek origin 
who spoke English as a fluent third language. When we met, he described himself as 
“always having been a stereotypical absent-minded professor”. Over the past three to 
four years he had become more concerned about his short-term memory. He had 
difficulty remembering people’s names, had lost his wallet on Occasion, and now 
needed a list to go shopping. His wife reported that the changes in his memory had 
seemed sudden. His enjoyment of his hobbies, including listening to music and 
reading, was unaffected. Assessment was proposed to ascertain if the memory 
difficulties described were due to a process of dementia, and if so, if this was of a 
particular type. If not, it would be assumed that difficulties were due to normal age- 
related memory loss (Fields, 1998).
Assessment procedures
Interview: Prof. Frangou attended for a clinical interview to gain background 
information. He gave signed consent to assessment. The Beck Depression Inventory 
(BDI) and Beck Anxiety Inventory (BAI) showed no depression or anxiety.
Review of medical information: Prof. Frangou had a 40-year history of high blood 
pressure, managed with medication. Two years prior to referral he had been diagnosed 
with type II diabetes mellitus. Following assessment by the psychiatrist. Prof. Frangou 
had a brain CT scan. Results showed ischaemic areas in the deep white matter 
adjacent to the anterior and occipital horns of the lateral ventricles, and in the insular 
cortices.
Neuropsychological assessments: Prof. Frangou attended for two sessions lasting 90 
minutes to complete a battery of neuropsychological tests. Tests used were: Wechsler 
Adult Intelligence Scale, 3"^  ^Edition; Story Recall (Rivermead Behavioural Memory 
Test); Word Lists (Wechsler Memory Scale, 3*^  ^Edition); Rey Complex Figure Test; 
Trail Making Test A&B; Controlled Oral Word Association Test; Semantic Fluency 
Test.
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Findings
Prof. Frangou’s premorbid functioning was estimated according to educational 
attainment and areas of strength in his current functioning. These placed him in the 
High Average to Superior range of intellectual functioning. Scores on other tests were 
considered in light of this to ascertain if there was evidence of decline. The 
assessment revealed an uneven profile in Prof. Frangou’s abilities, with evidence of 
poorer functioning in some areas than would be predicted. However, these results did 
not appear to be consistent with a diagnosis of dementia, as there was no evidence of a 
marked general cognitive decline.
Prof. Frangou’s profile did show an uneven range of abilities not readily explained by 
normal age-related memory impairment. There were focal deficits in information 
processing, immediate and delayed recall of verbal information, planning and verbal 
fluency. This patchy pattern of deficits, together with the sudden onset of difficulties 
and the CT scan results, pointed towards a picture of vascular damage, which may 
have been further complicated by deficits resulting from his diabetes (Strachan,
Ewing, Deary & Frier, 1997). Prof. Frangou was at risk for further cognitive decline 
due to his health status, but it was concluded that his cognitive functioning was likely 
to remain stable unless he experienced further vascular events.
Feedback and recommendations
Results were discussed with Prof. Frangou, and recommendations on strategies for 
memory rehabilitation were discussed. It was emphasised that Prof. Frangou and those 
around him should be aware of possible difficulties in retaining verbal information, 
and support this with written information. The assessment report to the psychiatrist 
was copied to Prof. Frangou at his request. A meeting was arranged between Prof. 
Frangou and his wife and the psychiatrist. It was recommended that assessment be 
repeated in 12 months time, in order to monitor ongoing cognitive functioning. The 
importance of careful management of hypertension and diabetes was emphasised. Prof 
Frangou’s GP was made aware of the results in order that he could support this.
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The research dossier contains the Service-Related Research Project completed in Year 
1, the Major Research Project completed in Year 3 and the Research Logbook, a 
summary of research experience gained over the three-year course.
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ABSTRACT
Objectives: This audit aimed to examine how a policy change around use of a new 
service-user feedback tool was introduced to staff working in a Mental Health Trust. 
The aims were to assess if care co-ordinators working in community services were 
consulted about the new protocol, and whether the way in which the change was 
consulted and implemented impacted on how the tool was viewed by staff.
Design: A questionnaire survey method was used in a cross-sectional design.
Method: A measure was designed and distributed to staff acting as care co-ordinators 
in four community-based multi-disciplinary teams. Staff completed the questionnaire 
six months after introduction of the new protocol. 30 questionnaires were analysed. 
Descriptive statistics are reported. Scale internal reliabilities were calculated. Non- 
parametric tests showed relationships between variables.
Results: The findings showed the majority of staff was unaware of the new policy 
prior to its implementation. Most felt there had been insufficient consultation, and 
stated a desire for greater participation in decisions in the Trust. Staff valued service- 
user consultation and feedback. Some staff had not used the tool. The new tool was 
seen as useful, though a relationship was found suggesting staff who had desired more 
consultation were likely to have a poorer opinion of the tool. Staff were concerned 
about the impact of the new policy on workload.
Conclusions: Results suggest the Trust’s standards for stakeholder consultation may 
not have been met. More accessible and effective ways of consulting staff and gaining 
feedback may need to be explored in order that meaningful consultation takes place.
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INTRODUCTION
Employers are increasingly recognising the importance of involving staff in decisions 
which affect working practices. Research has shown that organisations with a high 
level of staff consultation report improved staff attitudes and performance (Guest & 
Peccei, 1998). A lack of participation in decision-making and low control at work 
have been linked to higher levels of stress and work-related ill-health (Williams, 
Michie & Pattani, 1998).
Notions of partnership working have been identified as integral to successful 
implementation of the government’s programme for change in the NHS (Department 
of Health, 1997; 1998). The NHS Taskforce on Staff Involvement (Department of 
Health, 1999a) was set up to advise Trusts how they could maximise staff 
involvement in order to facilitate change. One important NHS change concerns 
increasing the role of patients in deciding how services are run. This study focussed 
on how a new policy aimed at increasing service-user input was introduced to staff in 
a Mental Health Trust in the south of England.
Standards on consultation in the Trust
The Trust had a documented standard concerning the development and 
implementation of policies and procedures (Appendix A). According to this 
document, during the consultation phase details of a new policy would be posted on 
the Trust’s intranet Bulletin Board. The nominated lead for the policy would consult 
with stakeholders and consider how to maximise involvement of those to whom the 
policy would apply. Following this period of consultation, the ‘green paper’ initial 
draft would be posted on the Bulletin Board. Staff would have four weeks to 
comment. Comments would be appraised and a revised ‘white paper’ draft posted for 
a further four-week period. Following approval by the Trust Board, information would 
be disseminated to staff by team managers or expert briefing.
The new policy
The new policy concerned the introduction to services of the Carer and User 
Evaluation Scales (CUES) (Lelliott, Beevor, Hogman, Hyslop, Lathlean & Ward, 
2001). These were designed in line with the Mental Health National Service
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Framework’s (Department of Health, 1999b) requirements that service-users and 
carers should have increased involvement in care planning and monitoring. The 
CUES-U (service-user version; Appendix B) is a 17-item booklet which elicits users’ 
feedback on areas including relationships with mental health workers, accommodation 
and advocacy.
From September 2002 the CUES would be used in care planning for service-users on 
an enhanced CPA (Care Programme Approach). These are care packages used with 
patients whose acute or chronic mental health needs require input from multiple 
services. A designated keyworker assigned from involved professionals acts as care 
co-ordinator.
Implications of the new policy for care co-ordinators
According to the new protocol, the care co-ordinator would explain the CUES to the 
service-user and offer support in its completion. Information would be fed back by the 
care co-ordinator at the annual review, and used to guide the development of the care 
plan. The completed tool would be preserved for future comparison, and anonymised 
information used for clinical audit.
Considerable changes in work practice would result from the new policy. Previously, 
service-users’ wishes and views regarding their care were sought as part of the care 
co-ordinator role and considered with the views of the multi-disciplinary team at the 
annual review. Which areas were emphasised was at the discretion of the user and the. 
care co-ordinator. The 17 topics covered by the CUES would not be discussed in all 
cases.
Different aspects of service delivery were subject to audit by the team and the Trust, 
but there had previously been no role for care co-ordinators in annual audit of the 
views of their patients. Other forums existed for service-user consultation and 
feedback.
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Research questions
These were:
1. The time-frame in which care co-ordinators first heard about the CUES; how this 
information was given to them; whether the Trust’s documented consultation 
process was followed.
2. Staff satisfaction with the consultation process.
3. Six months after the policy was introduced, whether the CUES was being used in 
care planning, and if not, why this was.
4. How staff viewed the tool; whether it was perceived as useful; whether staff 
valued user consultation; whether a change was needed in how users were 
consulted; staff views about how the CUES affected workload.
5. Whether care co-ordinators’ views on the CUES were affected by how it was 
implemented.
METHOD
Design
A questionnaire survey method was used in a cross-sectional design.
Participants
The audit took place within three Community Mental Health Teams (CMHTs) and 
one Assertive Community Treatment Team (ACT). The questionnaire was distributed 
to all staff acting as care co-ordinators to patients on enhanced CPAs. 40 care co­
ordinators were identified and 30 questionnaires completed.
Measure
A new measure was designed for the purposes of this study. Two team managers and a 
clinical psychologist (field supervisor) proposed areas of interest to services regarding 
the introduction of the CUES. The researcher attended a CMHT away day, and 
discussion within the team generated reasons why the CUES might not be used.
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Expert sampling
A draft questionnaire was designed (Appendix C) and face validity was assessed by 
four care co-ordinators drawn from two CMHTs, as well as a research tutor and 
clinical tutor. Following feedback, changes were made. Multiple copies of the CUES 
only became available in January 2003. In one CMHT a decision was made to 
distribute the CUES in a mail-out to service-users. As these factors made it less likely 
that staff would have completed a CUES with a service-user, the questionnaire would 
explore staffs perceptions of the tool rather than experience of completing it. The 
option “Have sent CUES in the post or left it with client -  didn’t complete it with 
them” was added. Some items felt to be leading were changed.
The questionnaire (Appendix D)
The final draft had items on seven domains. These were Consultation, Desire for 
Consultation, Value of CUES, Usefulness, Previous User Feedback, Importance of 
User Consultation and Workload.
Two items were created for each domain, one positively and one negatively scored to 
reduce acquiescence. Items were rated on a five-point Likert scale. Each Likert scale 
was anchored at either end, from “strongly agree” to “strongly disagree”.
Further questions elicited when and how staff heard about the CUES; if they had 
completed it, how much time this had taken and how easy or difficult it had been; if 
they had not, why not; and any further comments.
Data was collected concerning the respondent’s profession, position within the team 
and length of service. This information was designed to identify if seniority or 
professional background affected the process and perception of consultation. 
Respondents were not asked to provide their gender, age or ethnic origin to minimise 
concerns about identification.
Procedure
Clinical audit is defined as “the process of reviewing the delivery of health care to 
identify deficiencies so that they may be remedied” (Crombie, Davies, Abraham & du
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Florey, 1993). This study was an audit which compared current practice in stakeholder 
consultation with a standard of good practice set by the Trust. The field supervisor 
affirmed that as an audit, the project would not require scrutiny by ethics committee 
(Appendix E). Team managers gave written consent to the involvement of their 
service (Appendix F).
The audit was introduced to staff at team meetings. Subsequently, questionnaires with 
letters explaining the purpose of the study (Appendix G) were distributed with 
attached envelopes to be returned anonymously. The questionnaires were distributed 
in March 2003, six months after the implementation of the CUES policy. 
Arrangements were made for the results of the audit to be fed back to teams 
(Appendix H).
Analysis
Descriptive statistics are reported. SPSS Version 11.5 was used to analyse the data. 
Non-parametric tests were conducted, as data did not meet assumptions (normality, 
equal variances) for parametric tests. The domains were assessed for internal 
consistency using the SPSS Reliability procedure to compute Cronbach’s alpha. An 
alpha coefficient >0.6 means a scale can be considered adequately reliable.
RESULTS
Questionnaires were distributed to 40 care co-ordinators. Thirty were completed; a 
response rate of 75%.
1. Sample characteristics
Most respondents gave their profession as community psychiatric nurse, 9 (30%) or 
social worker, 8 (26.7%). Other professions were doctors (4; 13.3%), clinical 
psychologists (2; 6.7%) and occupational therapists (2; 6.7%). Five respondents 
(16.7%) did not give their professional background. The mean length of time working 
in the team was 4.6 years (sd= 4.19, minimum 3 months, maximum 15 years). The 
mean length of time working for the Trust was 7.33 years (sd= 4.69, minimum 4 
months, maximum 18 years). Nine respondents (33.3%) described themselves as 
having managerial responsibility.
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2. When did care co-ordinators hear about the CUES?
Only two respondents (6.7%) described being aware of CUES during the Trust’s 
consultation phase; one had attended a borough business meeting and the other was 
given information about the CUES by their professional manager. Twenty-eight 
respondents (93.4%), including four team managers, described being unaware of the 
CUES until it was being implemented.
When asked to estimate when they first heard about the CUES, 13 respondents 
(43.3%) remembered hearing about it for the first time in 2003, at least four months 
after the policy had been implemented. A further 11 (36.6%) described learning of the 
CUES between September 2002, when the policy had been implemented, and the end 
of that year. Five (16.6%; three senior doctors, a team manager and an occupational 
therapist who attended a borough business meeting) remembered hearing about the 
CUES prior to September 2002. Data was missing for one respondent (3.3%).
Respondents were asked how they had first heard about the CUES. Sixteen (53.3%) 
recalled hearing about it at a team meeting, 4 (13.3%) from paper information 
distributed by their manager, 3 (10%) had heard it talked about informally by 
colleagues and 2 (6.7%) had read about it on the Trust’s intranet. Four (13.3%) 
described other means; a team managers’ meeting (2), a consultants’ meeting and a 
borough business meeting. Data was missing for one respondent (3.3%)
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3. Were staff satisfied with the consultation process?
Table 1 Percentage agreement and disagreement on the “consultation” items
%
Agree
%
Neutral
%
Disagree
%
Missing
data
Consultation
I would have welcomed more consultation on CUES 
before its introduction
70 26.7 3.3
I had adequate opportunity to give my opinions on 
CUES before it was introduced
0 13.3 83.3 3.3
Being consulted about decisions in the Trust is not 
important to me
3.3 0 96.7
It bothers me if decisions are made in the Trust and staff 
like me are not consulted
80 13.3 3.3 3.3
The rating scale l=Strongly Agree, 5= Strongly Disagree was used. Scores o f 1&2 indicate agreement, scores of
4&5 indicate disagreement and a score of 3 is neutral.
None of the respondents agreed with the statement “I had adequate opportunity to give 
my opinions on CUES before it was introduced”, with 13.3% giving a neutral 
response and 83.3% disagreeing (data was missing for one respondent). Almost all 
respondents disagreed with the statement “Being consulted about decisions in the 
Trust is not important to me” (see Table 1).
Items on the “consultation” and “desire for consultation” domains were combined to 
make a “desire for consultation” subscale (Cronbach’s alpha = 0.61). The mean score 
was 4.38 (sd= 0.58, n= 28) where a score over 3 indicates a desire for more 
consultation.
Mann-Whitney U-tests were conducted. No significant difference in “desire for 
consultation” score was found between those who had heard about the CUES before 
and after September 2002 (z(5, 22)=-1.141, p>0.05, 2-tailed test), see Table 2. This 
suggests that those who had been aware of the policy change before it came into place 
did not feel they had been consulted.
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No significant difference in “desire for consultation” score was found between those 
who defined themselves as having managerial responsibility and those who did not 
(z(8,17)=-.650, p>0.05, 2-tailed test), suggesting seniority in the service did not lead 
to an increased feeling of involvement in consultation (see Table 2).
Table 2 Descriptive statistics for “desire for consultation” score
N mean sd std.
error
mean
pre-Sept 5 4.20 .326 .146
post-Sept 22 4.41 .625 .133
manager 8 4.16 .790 .279
not manager 17 4.44 .472 .115
4. Was the CUES being used in care planning, and if not, why not?
Eleven respondents (36.7%) had completed the CUES with a service-user. The mean 
time taken was 45 minutes (minimum 30 minutes, maximum 1 hour and 15 minutes, 
sd=15.8). These 11 respondents were asked if this was more or less time and easier or 
more difficult than expected; one reported it had been quicker than expected, six, 
about what they had expected and four that it took longer than expected. Three had 
found the CUES easier than expected, six as expected and two harder than expected.
The 19 respondents who had not completed the tool with a service-user were asked to 
indicate why. Six had posted it or given it to a user to complete alone. Four had given 
other tasks priority. Three had not had reason to complete a CUES, as annual reviews 
for their patients were not due. One felt insufficient information had been provided, 
and another had been “putting it o ff’. One respondent had recently returned from 
maternity leave. Three respondents who had not completed the CUES did not give a 
reason.
Respondents were requested to indicate the reasons for non-completion in order of 
relevance. Only one respondent did this; the majority ticked one response. It is likely 
that the majority of respondents misunderstood the instruction or that ordering
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responses was too time-consuming. Three respondents who failed to give a reason 
may have omitted the question because of this.
5. How did staff view the tool?
Table 3 Percentage agreement and disagreement on usefulness items
%
Agree
%
Neutral
%
Disagree
%
Missing
data
Usefulness of CUES
The CUES will help me to find out more about the 
views of service-users
46.7 36.7 16.7
The CUES will not inform my work with service-users 13.3 43.3 43.4
The CUES is a useful tool for service-users to give 
feedback
43.3 36.7 20
The CUES is not really useful 30 43.3 23.4 . 3.3
The rating scale l=Strongly Agree, 5= Strongly Disagree was used. Scores of 1&2 indicate agreement, scores of
4&5 indicate disagreement and a score of 3 is neutral.
Items (see Table 3) were combined to create a “usefulness of CUES” subscale, which 
was internally consistent with an alpha co-efficient of .8536. The mean score was 3.20 
(sd=0.90, n=29) where a score over three suggests the CUES is valued.
These results suggest that many participants were undecided as to the value of the 
tool, but were slightly more positive than negative as to its value.
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Table 4 Percentage agreement and disagreement on user involvement
previous consultation and workload items.
%
Agree
%
Neutral
%
Disagree
%
Missing
data
Importance of service-user involvement
Awareness of service-user views is not important to me 3.3 6.7 90
It is important to me that the views of service-users are 
taken into account in care planning
93.4 6.7 0
Satisfaction with previous user consultation
In general, service-user consultation within the Trust 
has always been satisfactory
23.3 36.7 40
The views of service-users were not previously given 
enough emphasis within the Trust
33.3 20 40 6.7
Workload
The introduction of the CUES will increase my 
workload
73.3 20 6.6
Giving the CUES to service-users will not increase my 
workload very much
16.7 16.7 66.6
The rating scale l=Strongly Agree, 5= Strongly Disagree was used. Scores of 1&2 indicate agreement,
4&5 indicate disagreement and a score of 3 is neutral.
scores of
Table 4 shows responses to questions around the importance of user involvement, 
views on previous user consultation in the Trust and workload.
6. Did the consultation process affect how the CUES was viewed?
A Spearman’s Rank Order Test indicated that there was a significant negative 
correlation between the “usefulness of CUES” score and the “desire for consultation’ 
score (r (30) = -0.457, p<0.05, 2-tailed test) (see Figure 1). This suggested that 
respondents who were less satisfied with the process of consultation rated the CUES 
as less useful.
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Figure 1 Correlation between desire for consultation and rating of the usefulness 
of the CUES
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7. Content analysis of open-ended questions
Eight respondents responded to Question 6, “Please use this space to provide any 
further information or views about the CUES”. Several commented on more than one 
area.
Comments on the measure itself included “too lengthy”; and “it is a useful tool but 
difficulties arise with patients who cannot read or write”. One respondent commented 
that the broad scope of the tool “set up expectations that cannot be fulfilled (by the 
team) eg accommodation and finances”.
Further comments were about the impact on professionals’ roles and relationships 
with users. Points included “we are not quality standards inspectors, we are 
clinicians”; and “difficult to do with own patients - clients thought their responses 
might ‘put me in a bad light’”.
Two respondents’ comments emphasised a sense of disconnection from decision­
making in the Trust. “It and its implementation tells me the Trust is out of touch -  we
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get bombarded with new initiatives”; “the initial personal response as keyworker is to 
feel a b i t‘got at’ “.
DISCUSSION
The introduction of the CUES was a policy change which directly affected care co­
ordinators. Results from this audit suggest that few were involved in the consultation 
process, despite stating a desire for involvement. Most did not recall hearing about the 
CUES prior to its introduction, suggesting that either the stated consultation process 
did not take place or that the Trust intranet is not a useful means by which to 
communicate information and gain feedback from staff.
Results suggest that six months after implementation the CUES was not being widely 
used. In part this was due to lack of availability; it was several months before 
sufficient copies of the tool were made available to teams. The CUES was designed as 
a self-report measure and users may have declined assistance. In some cases, however, 
the CUES had not been completed because care co-ordinators did not prioritise it 
despite their belief in the importance of user consultation. In future such issues could 
be addressed with better consultation and implementation procedures.
Care co-ordinators seemed undecided as to the value of the CUES. Given their stated 
commitment to user consultation, it may be that the tool was seen as valuable in 
eliciting feedback, but they were uncertain of their role in collecting this. Responses to 
the open question emphasised the notion of separating the service-monitoring and 
care-planning aspects.
Results suggest that staff who desired more consultation were likely to rate the CUES 
as less useful. Previous research has found staff who do not feel consulted are less 
likely to feel commitment to the organisation they work for, and are less likely to 
support change (Iverson, 1996). Being consulted is one mechanism by which 
employees perceive themselves as empowered at work, and psychological 
empowerment has an impact on work satisfaction and job performance (Liden,
Wayne, Sandy & Sparrowe, 2000). Further research with more participants could 
explore this further.
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This study had a high response rate, possibly due to strength of feeling about the issue 
of staff consultation. However, several domains in the questionnaire did not have 
internal reliability. Pilot testing would have enabled a scale with greater internal 
reliability to be devised. The study was also weakened by its reliance on staffs recall 
of events several months previously. Although responses were anonymous, the audit 
took place in small teams and concerns about identification through profession may 
have led to more neutral responses or missing data.
This audit emphasised the importance of ensuring that standards for stakeholder 
consultation are adhered to, and that processes for consultation are meaningful and 
easily accessible for busy staff. Such consultation may enable policy changes to be 
introduced more effectively.
115
Service-Related Research Project
References
Crombie, I.K., Davies, H.T.O., Abraham, S.C.S. & du Florey, C. (1993). The Audit 
Handbook: Improving Health Care through Clinical Audit. Chichester: John Wiley & 
Sons.
Department of Health (1997). The New NHS: Modern, dependable. (NHS White 
Paper). Cmnd 3807. London: HMSO.
Department of Health (1998). Working Together -  Securing a Quality Workforce for  
the NHS. London: DoH.
Department of Health (1999a). Report o f the NHS Taslforce on Staff Involvement. 
London: DoH.
Department of Health (1999b). National Service Framework for Mental Health. 
London: DoH.
Guest, D.E. & Peccei, R. ( 1 9 9 8 ) . Partnership Company: Benchmarks for the 
future. London: IPA.
Iverson, R.D. (1996). Employee acceptance of organisational change: the role of 
organisational commitment. The International Journal o f Human Resource 
Management, 1{\): \22-\49.
Lelliot, P., Hogman, G., Hyslop, J., Lathlean, J. and Ward, M. (2001). Carers’ and 
Users’ Expectations of Services -  User version (CUES-U): a new instrument to 
measure the experience of users of mental health services. British Journal o f  
Psychiatry, 179: 67-72.
116
Service-Related Research Project
Liden, R.C., Wayne, S.J. & Sparrowe, R.T. (2000). An examination of the mediating 
role of psychological empowerment on the relations between the job, interpersonal 
relationships and work outcomes. Journal o f Applied Psychology, 85(3), 407-416.
Williams, S., Michie, S. & Pattani, S. (1998). Improving the health o f the NHS 
worlforce. London: The Nuffield Trust.
117
Service-Related Research Project
Appendix A — Trust standards on consultation
THE DEVELOPMENT, IMPLEMENTATION AND REVIEW OF CORPORATE P... Page I ofS
THE DEVELOPMENT, IMPLEMENTATION 
AND REVIEW OF CORPORATE 
POLICIES AND PROCEDURES
May 2002
1. INTRODUCTION
1.1 To ensure consistency in the provision o f its services, the Trust Executive has agreed that 
there will be a standard approach to the development, implementation and review o f  
corporate policies, procedures, protocols and guidelines. Policies that are specific to 
Directorates may be developed and implemented in accordance with their established 
management arrangements.
1.2 The Trust’s intention is to produce clear  ^concise guidelines covering all areas o f the Trust’s 
responsibilities using an agreed format wherever possible (see Annex I). To ensure effective 
implementation the following principles will apply:
□ Relevant stakeholders will be consulted about the development, implementation, 
effectiveness and evaluation of policies and procedures. In some instances, procedures 
will be ‘jointly agreed’ with the Trust’s Local Authority Partners.
□ The basis upon which corporate policies, procedures, protocols and guidelines are 
produced will be stated, for example, legislative, best practice, in furtherance of the
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Trust’s aims and values.
Q Accountability for the effective implementation of policies and procedures will be 
clear.
□ Policies and procedures will be easily accessible.
□ All policies will be systematically reviewed every three years or according to changes 
in statutory requirements or local arrangements.
□ All policies will be available on the Trust’s Intranet. In addition, hard copies in the 
form o f policy files will be made available for teams who may not yet have ready 
access to the Intranet.
Q All Trust policies will be indexed and held centrally in the Clinical Governance 
Department for reference. The Clinical Governance Manager
will be responsible for the circulation o f new and revised policies.
2 DEVELOPMENT PROCESS (see Annex 2 -  Flowchart)
Pre-Consultation
2.1 The need for a policy may arise from within any o f  the Trust’s operational areas or one the 
Trust’s partner agencies. In agreeing that there is a need to develop a policy, consideration 
must be given to whether it must be approved by other agencies and to the process for 
achieving joint agreement. Procedures affecting the implementation o f the Partnership 
Agreements witli the Local Authorities will need to approved by the Trust arid Borough 
Collaborative Forum.
2.2 Once such a need has been agreed at the Performance Group, the Trust Executive Sponsor 
(TES) for corporate policies will nominate an individual to take the lead in its development. 
Depending upon the complexity o f the task, a drafting team may be established after 
consultation between the TES and nominated lead. The nominated lead will be the principle 
author o f the document and be responsible for ensuring (hai u.c u u sfs  procedure on policy 
development is adhered to. Drey will also be the point of contact for the drafting Team. The 
role o f the TES will be to support the drafting team, in particular advising on the wider policy 
context, the resolution of any disagreements, and the taking of the final draft to the Trust 
Executive for approval.
Consultation
2.3 Once the working title and purpose o f  the policy has been agreed, it will be posted, together 
witli a time-tabled action plan, on the Trust’s Bulletin Board in the ‘Work and Progress’ 
section. In drawing up the draft consideration will be given to the following:-
Q Recent legislation and whether a legal opinion is required.
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□ Existing procedures in either the Trust or another NHS Trust, or social care provider, 
that represents good practice, which can be amended or adopted.
□ Other existing related policies and procedures that need to be altered.
□ Other policies and procedures that need to be referred to.
Q Issues where an ‘expert’ consultation is required.
□ Those within the Trust to whom the policy and procedure will apply.
□ If there are any personnel issues about which Human Resources need to be consulted.
□ What, if  any. Health and Safety issues might apply and who are the appropriate
people to be consulted.
Q If there are any financial implications that the Finance Department should be advised 
about.
Q If there are any information technology issues which require expert consultation.
□ If there are any social care issues which require expert consultation with local 
authority colleagues.
Q When a policy or procedures concerns medication the Chief Pharmacist must be 
consulted.
□ Where policies may impinge on agreed professional practice, the relevant Trust 
Professional Lead must be consulted.
□ How best to consult to maximise involvement.
Q How best to ensure implementation.
‘Green Paper’ Stage
2 .4  Once the relevant consultations have been made an initial draft, together with tlie names of 
the people consulted, will be posted on the Bulletin Board and the Weekly Bulletin. Staff will 
be invited to give comments on the draft for a period o f four weeks. The initial draft might 
also be given directly to an agreed number o f consultées, including user and carer 
representatives and relevant partner agencies.
‘White Paper’ Stage
2.5 Once the comments have been received and appraised, the document will be re-drafted to 
reflect the various contributions and suggestions. The revised draft, together with a list of the 
comments received in response to the initial consultation, will appear in the Trust’s Bulletin 
Board and Weekly Bulletin. Staff will be invited to submit further comments within four 
weeks.
Trust Executive or Trust Board Approval
2 .6  Following any final revisions, the Executive Sponsor will seek approval o f the final draft
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from the Trust Executive or in some cases, the Trust Board (and where relevant the Local 
Authorities), together with a proposal for an implementation process. Once agreed, the final 
version will be forwarded to the Clinical Governance Manager who will arrange for an 
appropriate reference number to be allocated, distribution and inclusion in the policies / 
procedures index.
Fast track policies and policies that will be ratified through a different process
2.7 In a number of cases concerning non-clinical policies, it will be necessary to introduce
policies through a different process or within a tighter frame. Examples o f such cases are:
>  where an HR Policy has been developed in consultation with Trade Unions;
> where Health and Safety policies need to be developed in light o f  changing legislative 
requirements;
>  where Finance policies need to be developed in light of audit requirements;
>  and where policies and procedures concerning medication are agreed through the Drugs 
and Therapeutics Committee.
The proposed policy will still be posted on the Trust’s Bulletin Board/Weekly Bulletin with a 
statement as to why it is necessaiy to change the process. This must be agreed with the lE S.
3 IMPLEMENTATION
3.1 Once the document has been allocated a reference number, the Clinical Governance 
Manager will ensure that the document is passed to the Finance Directorate for inclusion on 
the Trust’s Bulletin Board under the ‘Policies and Procedures’ section. A hard copy will also 
be kept in a central file in the Clinical Governance Department. The TES will ensure that 
copies are distributed to Clinical Directors, Service Managers, Professional Heads and other 
appronriate managers.
3.2 To ensure effective implementation, early consideration must be given to the appropriate 
level o f staff briefing required. For straightforward new guidelines, and where minor 
aniendments lo existing documents are made, it is the responsibility o f Team Managers to 
bring this to the attention o f team members.
3.3 For more complex new procedures, and where major amendments are made, it is the
responsibilitv of Team Managers to ensure that their members have sufficient knowledge and 
skiiis lo roliow the proLcuuics cunipeicntly. This is likely to be through a discussion ai Team 
meetings Put, in some iu..w.,.v.cs, oe m v ,,. w... .. .laton.
3.4 New or amended procedures that will significantly change service delivery or professional 
practice may require specific ‘expert’ briefings or a formal training session. In such
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circumstances the Trust’s Training and Development Department should be consulted.
3.5 The Clinical Director has responsibility, through line management arrangements, for ensuring 
that staff have the knowledge and skills to implement the Trust’s policies and procedures 
effectively. This will largely be achieved through the Service Manager and Team Manager 
role and, in particular, the supervision process. It will be essential for all Managers to ensure 
that new members o f staff fpr whom they are responsible are given guidance to the Trust’s 
policies and procedures as part o f their induction
4. MONITORING AND REVIEW
4.1 The Tcam Manager may need to establish a monitoring system to ensure that policies and 
procedines are effectively implemented and may seek assistance from the Clinical 
Governance Department to this end.
4.2 Where the successful implementation o f policy/procedure is imperative to meeting statutory 
requirements or an agreed level o f  practice in the Trust, the Clinical Governance Department 
will play a key role in auditing the implementation of such policies through the Trust’s 
Annual Clinical Governance Plan.
4.3 . Unless there are changes in statutory regulations or for any other exceptional reason, all
policies and procedures will be reviewed and updated on a three-year cycle. The Clinical 
Governance Manager will be responsible for maintaining the central index and for signalling 
when a review is due.
Reference/ Index 
Number
Trust
Logo
Annex 1
Standard format to be used for writing policies and procedures
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POLICY /PROCEDURES FLOWCHART
ANNEX 2 - POLICY /PROCEDURES FLOWCHART
Page 1 o f 2
uieieaiiy \  ^
existing procedure^ ^  
on this I
Identify need, agree with Trust Executive anc ' 
where relevant, the Local Authorities
Yes
topic?»
Can \  
I existing 
No I procedure l5e 
\  amended? >
Identify the lead author/drafting team
Yes
Identify lead author/drafting team
Identify the specific people 
to be consulted
Wide Consultation
Initial draft to be written
Bulletin board 
Weekly Bulletin 
Reference Group
Executive Sponsor to take to Trust Executive for Approval
Amendments lo be made
APPROVEDNOT APPROVED
REVIEW
IMPLEMENTATION To CG Manager for 
reference no and 
distribution
lR/12/02
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/  Are any \  
amendments 
required i
YESNO
Review signed off by Executive Sponsor 
New Review Date Set
18/12/02
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Appendix B -  Carer and User Evaluation Scales - service-user version (CUES-U) 
(This appendix shows the areas covered by the CUES-U. The tool is not 
reproduced due to reasons of copyright)
► APPENDIX
Tlie CUES— U Items and normative descriptions
The conçlete CUES—U instniraent is protected by Crown copyright, and may be 
obtained from: Research Department, NSF, 30 Tabernacle Street, London EC2À 4DD,
^lûE 
^  A B SIR A d
*  KTBÜllUCim  
M EDSIQD
-•-BES.UJLIS 
DJSCJUSSLQK 
-*■ ClMUaU tapJicatmas.and„.
• APPENDIX
▼ RElfERENCES
1. Where you live The place you live in should meet your individual needs. You 
should not have to worry about having to move out, and it should not be too 
out-of-the-way. You should be able to come and go when you want, be alone 
when you want and not be harassed by the people you live with, by staff or by 
neighbours.
2. Money You should have enough money to pay bills, stay out o f debt and not miss meals. You should not have to 
feel isolated or cut off from society because of lack of money.
3. Help with finances Many people find that they need help with claiming benefits, filling in forms and working out 
how to manage their money. You should get as much help as you need to do these things.
4. How you spend your day You should have the opportunity to spend your day in some form of regular and 
meaningful activity. This could be working, studying, training or going to a day centre or day hospital.
5. Family and friends Mental illness can affect a person's relationships with the people that be or she cares most
http://bjp.rcpsych.Org/cgi/contenl/full/l 79/l/67?maxtoshow=&HITS-10&hits-10&RESl... 12/11/02
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about. You should be able to maintain good relationships with the people closest to you.
6. Social life You should have the opportunity to mix with people and form new friendships and relationships. To 
make this possible, you should have enough money, access to transport if you need it and the use of a telephone.
7. Information and advice You should be given as much information as you want or need about the services and 
treatments available to you, about the Mental Health Act and how it works and about the mental health system 
generally. Some people find it helpful to have someone like them (such as another service user or a member of the 
same commumty) to explain things to them. The information you are given should be clear and easy to 
understand, and should be available as and when you need it
8. Access to mental health services You should be able to get help from your local mental health services when 
you need it, throughout the week, at any time of the day or night.
9. Choice of mental health services A range o f services should be available to you. and you should be able to 
choose those that closely match your needs, including complementary/alternative therapies, counselling and 
psychotherapy. You should have a choice about the mental health workers you meet with regularly (for example, 
being able to choose their gender or ethnic background) and be able to change workers if  you do not get on.
10. Relationships with mental health workers Doctors, nurses, social workers and other mental health workers 
should show you respect, be honest with you and discuss things with you in a way in which you can understand. 
They should keep information about you confidential or ask your permission before passing it on to others. If they 
pass on information, it should be accurate and save you from having to repeat yourself to new mental health 
workers,
11. Consultation and control Mental health workers should not pressurise you to do anything that you do not want 
to, or take decisions on your behalf without getting your permission first. Even if  you have been ‘sectioned’, 
people should show you respect, listen to you and take yoiu- opinions seriously.
12. Advocacy Y ou should be able to put your views across to people in authority. This can be difficult for several 
reasons, such as the effects of medication, if  English is not your first language or if  the situation is frightening or 
intimidating. If you want, you should ha ve somebody (an advocate) to help or support you, or speak for you. You 
should feel that this person really understands what you want and genuinely represents your views when he/she 
speaks on your behalf.
13. Stigma and discrimination You should feel safe and other people should not harass, exploit, victimise or be 
violent towards you. You should not experience stigma or discrimination at home, at work or from mental health 
workers, police or any other section o f the community. People should not discriminate against you because of 
race, culture, religion, gender, sexual orientation, physical or mental disability or for any other reason.
14. Your medication/drug treatment Medication should be given only to relieve the symptoms o f mental ill health 
and to reduce your distress. All medication can have tmwanted effects, but these should not cause more disruption 
to your life than improvement.
15. Access to physical health services You should be able to get the treatment and care that you need for your 
physical health when you need it, whether you are in hospital or living at home. You should be able to be 
registered with a general practitioner and have regular check-ups from a dentist. You should have access to other 
types of care, such as opticians, chiropodists, physiotherapists and so on.
16. Relationships vrith physical health workers The people who give you physical health care should listen to you, 
show you respect and take your condition seriously.
17. Other issues There may be other issues that arc important to you, m addition to those that the questionnaire has 
already asked about. Please use the space below to write down anything else that is important to you, that you 
would like help with or that you would like to change.
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Appendix C -  Draft questionnaire
ABOUT YOU:
1) Job Title:
2) Profession:
3) Do you have managerial responsibility?
4) Length of time in team:
5) Length of time in the T rust
SECTION B
HEARING ABOUT CUES
1 ) At what s tag e  did you first hear about the CUES?
During consultation phase 
As it was introduced to service 
Already in place when 1 learned about it
2) How did you first hear about CUES?
Introduced in supervision 
Introduced a t team  meeting 
Mentioned informally by colleages 
From theTrust Intranet
From paper information distributed by m anager 
O ther (please explain)
YES NO
3) How involved do you feel you were In the Introduction of the CUES?
1 2 
Less than 
1 would want
About what 
I would want
5
More than 
I would want
4) How satisfied are  you with the way information about CUES w as communicated to you?
1 2 
Very unsatisfied
3
Satisfied Very satisfied
5) How satisfied are  you with the consultation process surrounding the CUES?
1 2 3 4 5
Very unsatisfied Satisfied Very satisfied
USING CUES:
1 ) Have you left a  CUES-U with a  client to complete them selves, or sen t one to  them in the 
post?
YES NO
If NO. go to Q. 5
2) W as the CUES-U completed by the client?
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YES NO DON'T KNOW
3) Did the client or their carers report difficulties in completing the CUES-U?
YES NO
4) Did the client or their carers request help from you to complete the CUES-U?
YES NO
5) Have you completed a  CUES-U with a  client?
YES NO
If NO. go to Section C.
6) How m any have you completed with clients?
7) How much time did it take? .
If you have completed more than one. please state maximum time:
minimum time:
8) On average, was this more or less time than you expected?
1 2 3 4 5
Less than About what More than
expected 1 expected expected
9) How difficult did you find the completion of the CUES-U with a  client?
1 2 3 4 5
Easier than About what Harder than
expected I expected expected
10) To what extent did the CUES-U inform your knowledge about the client’s  views and 
needs?
1 2 3 4 5
Did not Added somevirhat Added significantly
add to my to my knowledge
knowledge
SECTION C
1 ) If you have not yet completed a CUES-U, what is the reason? 
(please tick m ost appropriate)
Have not yet needed to -  no clients w hose CPA is due 
Not had time
Not confident I know how to u se  it 
Not had enough information 
Don’t think it will be useful 
Have been putting it off
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Heard negative reports from colleagues 
Don't think it's suitable for particular client 
O ther (please explain)
SECTION D
1 ) B ased on your current experience, is the CUES-U a  useful tool in informing the CPA 
process?
1 2 
Not useful
3
Of som e 
usefulness
Very useful
2) W hat are  the benefits of the CUES-U?
3) W hat are  the limitations of the CUES-U?
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Appendix D -  Studv questionnaire
THE IMPLEMENTATION OF THE CUES FOR USE IN ENHANCED CARE PLANNING
Trust Introduced a  change in policy in Septem ber 2002. This policy 
requires that all service-users on enhanced care plans are  asked to complete a  CUES-U 
assessm ent a s  part of the enhanced care planning and review process.
I am a  Trainee Clinical Psychologist on ttie University of Surrey PsychD Clinical Psychology
course. As you are  a  professional involved in care planning, I would like to find out your views
on the CUES and how it has been introduced. P lease  complete this short questionnaire. Extra 
space is available if you have further comments. You do not need to give your nam e. If you 
have any further questions, p lease co n tac t, Trainee Clinical
Psychologist, or my supervisor Clinical PsychologlsL at G M HT-Tel:
An addressed  envelope Is attached, and it can be returned In the internal post.
Results of the audit will be available to team  m em bers and team m anagers.
Thank you fo r you r time,
SECTION A:
HE/miNG ABOUT CUES
1 ) At what stage did you first hear about the CUES? (P lease tick one)
During consultation phase (before September 2002)
As It was introduced to service | |
Already in place when 1 learned about it Q
2) How did you first hear about CUES? (P lease tick one)
Introduced in supervision 
Introduced a t team meeting 
Mentioned informally by colleagues 
From the Trust Intranet
From paper information distributed by manager
Other (please explain) Q
□□□□
□
3) When did you first hear about CUES? ......................(month) ......................(year)
(Please estim ate if you are  not sure)
SECTION B:
YOUR VIEWS
(Please circle a  number on the scale to indicate how much you agree with the following 
statem ents, where 1 indicates Strongly Agree, and 5 indicates Strongly Disagree)
1) 1 would have welcomed more consultation on CUES before Its introduction
1 2 3 4 5
Strongly agree Strongly disagree
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2) T he introduction of the CUES will Increase my workload
1 2 3 4 5
Strongly agree Strongly disagree
3) The CUES will help m e to find out m ore about the views of service-users 
1 2 3 4  5
Strongly agree Strongly disagree
4) In general, service-user consultation within the Trust has always been satisfactory 
1 2 3 4 5
Strongly agree Strongly disagree
5) I had adequate opportunity to give my opinions on CUES before it w as Introduced 
1 2 3 4 5
Strongly agree Strongly disagree
6) Awareness of service-user views is not important to me
1 2 3 4 5
Strongly agree Strongly disagree
7) The CUES is a useful tool for service-users to give feedback
1 2 3 4 5
Strongly agree Strongly disagree
8) Being consulted about decisions In the Trust is not Important to me 
1 2 3 4 5
strongly agree Strongly disagree
9) It is important to m e that the views of service-users a re  taken into account in care 
planning
1 2 3 4 5
Strongly agree Strongly disagree
10) The CUES will not inform my work with service-users
1 , 2  3 4 5
Strongly agree Strongly disagree
11) Giving the CUES to service-users will not increase  my workload very much 
1 2 3 4 5
Strongly agree Strongly disagree
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12) The views of service-users were not previously given enough em phasis within the Trust 
1 2 3 4 5
Strongly agree Strongly disagree
13) it bothers me if decisions are made in the Trust and staff like me are not consulted 
1 2 3 4 5
strongly agree Strongly disagree
14) The CUES is not really useful
1 2 3 4 5
Strongly agree Strongly disagree
SECTION C:
USING CUES
1 ) Have you completed a  CUES with a service-user? (P lease circle)
YES NO
If YES. continue to Question 2. If NO, go to Question 6
2) On average, how long did It take to complete the CUES with a service user?
........................hours........................minutes
3) W as this more or less time than you expected? (P lease circle)
1 2 3 4 5
Much less Less than About what More lhan Much more
Than expected expected I expected expected than expected
4) How difficult did you find the completion of the CUES? (P lease circle)
1 2 3 4 5
Much easier Easier than About what More difficult Much more
than expected expected 1 expected than expected difficult than expected
5) P lease  u se  this space to provide any further information or views about the CUES
132
Service-Related Research Project
(P lease turn over to complete questionnaire)
6) if you have not yet completed a  CUES, what Is the reason? 
(P lease rate in order of relevance where 1 is most relevant reason)
Have not yet needed to -  no clients whose CPA is due
Other tasks have taken priority over CUES
Not confident I know how to use it
□□
□ ■
Not had enough information about it 
Don’t think it will be useful 
Have been putting It off
Heard negative reports from colleagues [ [ ]
Don’t think it’s suitable for particular client I  I
Have sent CUES in the post or left it with client I I
-  didn’t complete it with them
Other (please explain) O
SECTION D 
ABOUT YOU:
(This information Is necessary to assist with the  coding of responses. It is confidential. It will 
not be included when results are reported)
1) Job Title:..... ........................................................................... ...............................................................
2) P rofession ;...........................................................................................................................................
3) Team  Base: ............................................................................................................................
4) Do you have managerial responsibility? (P lease circle)
YES NO
5) Length of time in team: .......years  months
6) Length of time in the Trust:.........................years  months
T hank you for your re sp o n se s .
P lease  re tu rn  the  questionnaire  to T rainee Clinical Psycho log ist,
CMHT
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Appendix E -  Ethical scrutinv form 
(This is an anonvmised version. The signed original has been submitted to 
the University)
University of Surrey
P sy c h D  Cl in ic a l  P s y c h o l o g y
Service Related Research Project 
Ethical Scrutiny Form
The nature o f the proposed project is such that I am satisfied that it will not require scrutiny 
by the trust’s ethical committee.
Name o f  Supervisor:.,
Signature o f  Supcrvlso;
Name o f Trainee
Tille o f  SRRP; ............................................... ft.E . 
...CUES!  XQO.h......................
Date:
doc
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Appendix F -  Team managers’ consent form
IMPLEMENTATION OF THE CUES IN ENHANCED CARE PLANNING
Service -  Related Research Project to be undertaken by , Trainee
Clinical Psychologist, in
CMHTsand ACT.
Supervised by Dr Clinical Psychologist, CMHT
Team Manager’s consent:
I am aware that is carrying out an audit on the implementation o f
the CUES service-user feedback tool. This will involve distributing a questionnaire to 
full- and part-time staff in my service involved in enhanced care planning. Data will 
be collected in March 2003, and the audit will be completed in June 2003, The results 
o f the audit will be made available to myself as Team Manager, and will be fed back 
to the team.
Signed:
Name:
Job Title:
Date:
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Appendix G -  Accompanving letter
28th March 2003
Dear Colleague
Short questionnaire: Please return by 22"** April in the envelope provided 
THE IMPLEMENTATION OF THE CUES FOR USE IN ENHANCED CARE
PLANNING
Trust introduced a change in service delivery in 
September 2002. The new policy requires that all service-users on enhanced care 
plans are asked to complete a CUES-U assessment as part o f the enhanced care 
planning and review process.
I would like to find out your views on the CUES and how it has been introduced.
I am a trainee clinical psychologist on the University o f  Surrey PsychD Clinical 
Psychology course. Please complete this short questionnaire. Extra space is available 
i f  you have any further corhmcnts. You do not need to give your name.
If you have any further questions, please contact m e or m y supervisor
, Clinical Psychologist, at CMHT -  Tel:
Many thanks for your co-operation.
Yours faithfully,
Trainee Clinical Psychologist
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Appendix H -  Letter to arrange feedback of results
Dear
THE IMPLEMENTATION OF THE CUES FOR USE IN ENHANCED CARE
PLANNING
Thank you for returning the questionnaires completed by your team. Your co-operation in this 
audit was very much appreciated. I look forward to visiting in July to feed back and discuss 
results with you and your colleagues at the team meeting.
Yours sincerely,
Trainee Clinical Psychologist
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Appendix I -  Letter confirming feedback
Mental Health NHS Trust
ND/MM
10* September 2003
TO WHOM IT MAY CONCERN
Joarme McLoughlin presented the results of her audit to the .ommunity Mental
Health Team on 9* September 2003. Her presentation was clear and interesting and stimulated 
discussion in the team. She has indicated willingness to present her audit as part o f the team’s 
contribution of annual clinical audit and this wiU be explored further. Her contribution in 
undertaking this audit has been valued by the team.
1 1 . 1 1  L -
VJ
Nicolette de Villiers 
Principal Clinical Psychologist
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Patients’ beliefs about heart failure: 
Factors underlying a coherent illness model
Year 3
PsychD Clinical Psychology
JOANNE McLOUGHLIN
July 2005
139
Major Research Project
ABSTRACT
Heart failure is a chronic medical condition increasing in prevalence. It can be treated 
effectively, yet outcomes for patients remain poor. Research suggests that this is 
because many patients do not adhere to recommendations regarding self-management. 
It has been proposed that this may result from a poor conceptual grasp of the illness, 
understood according to Leventhal’s self-regulatory model as a lack of coherence. A 
mixed methodology study was conducted to explore coherence in heart failure. Thirty- 
eight outpatients with heart failure completed a measure of illness perceptions, mood 
and belief in the effectiveness of health behaviours. Semi-structured interviews were 
conducted with nine, selected according to whether their perceived illness coherence 
was high or low. Pervasive gaps in knowledge were evident regarding appropriate 
self-management. Patients who reported a highly coherent model understood their 
heart failure as a chronic condition and were better able to accept the limitations it 
imposed. Patients who reported a low coherence model were confused about the 
diagnosis, and their accounts were dominated by concerns about symptoms and 
treatment side-effects. They were more likely to take a passive role in their healthcare, 
with implications for self-management. Social barriers to the development of a 
coherent model were identified. The results suggest a role for clinical psychology in 
supporting the development of a coherent illness model through interventions aimed at 
reducing anxiety and facilitating communication.
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INTRODUCTION
Heart failure (HF) is a chronic medical condition which makes considerable 
psychological and behavioural demands on patients. Patients are advised to follow a 
complex regime involving multiple medications, dietary and activity changes and 
frequent contact with healthcare providers. They must be alert to and act upon the 
changes in symptoms which may mark a deterioration. Guidelines from the National 
Institute of Clinical Excellence (NICE) emphasise the active role that patients need to 
take in their care, stating that “the management of heart failure should be seen as a 
shared responsibility between patient and healthcare professional” (NICE, 2003, p.
21). Extensive research which describes poor adherence to treatment regimes in HF 
suggests this partnership can be problematic. Despite advances in treatment, the 
number of deaths where HF is a primary or contributory cause is steadily increasing 
(Hunt et al, 2001).
It is not surprising that patients struggle to meet the demands placed on them. The 
prevalence of HF increases sharply with age. With the median age at diagnosis 76 
years (Cowie et al, 1999), many patients are embarking on the management regime in 
later life. Illness processes involved in the development of HF include hypertension, 
coronary heart disease and diabetes, meaning that many patients have comorbid 
conditions to manage. Moreover, HF is more common in socioeconomically deprived 
groups, who may face additional challenges both in terms of accessing healthcare and 
in adhering to complex management guidelines (McAlister et al, 2004).
Although HF patients face practical challenges in following their management 
regimes, these are not the only relevant factors. Non-adherence to treatment regimens 
is estimated at 50% or higher in patients with chronic disease (Turk & Meichenbaum,
1991). The Self-Regulatory Model (SRM) has been used as a theoretical framework to 
explain illness-related behaviour, including adherence (Leventhal, Meyer & Nerenz, 
1980; Leventhal, Diefenbach & Leventhal, 1992). According to the model, a patient’s 
behaviour in relation to their health is influenced by their common-sense beliefs about 
the condition, and the emotional reactions it triggers. Their perceptions about 
treatments are also significant (Home, 1997) and a complex interaction of these
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factors is believed to influence adherence. There has been little research into illness 
beliefs in HF, but one recent study suggested that patients’ understanding of their 
condition may not equip them to undertake effective self-management (Horowitz,
Rein & Leventhal, 2004). I intend in this study to explore patients’ understanding of 
their HF and its management, and how this understanding influences their capacity to 
take the necessary steps to keep themselves well.
Heart failure
Prevalence, prognosis and symptomatology
HF can be difficult to diagnose, but is estimated to affect around 900 000 people in the 
UK (Davies et al, 2001). Prevalence rises sharply with age, affecting one in 35 aged 
65-74, one in 15 aged 75-84, and one in seven of those aged over 85 (Peterson,
Rayner & Wolstenholme, 2002). The male to female ratio of HF is 2:1, with risk 
factors for HF more common in men (Cowie et al, 1999). HF is already considered a 
significant healthcare issue (Department of Health; DoH, 2000), but is predicted to 
become a major problem as the average age of the population increases and advances 
in cardiac care mean more people survive heart attacks, but with impaired cardiac 
function. Studies in the US suggest prevalence will double by 2030 (US Department 
of Health, 1991). The prognosis for a patient diagnosed with HF is poor. Just under 
40% die within a year of diagnosis, and thereafter around 10% die each year (Cowie et 
al, 2000).
Patients can experience distressing symptoms due to the reduced functional capacity 
of their heart. The most commonly reported symptom is shortness of breath, which 
can occur during exertion or at rest. Patients may also experience weight gain, fatigue 
and lethargy. Many patients experience oedema (swelling of the ankles and feet) and 
sleep disturbance (NICE, 2003). Many of the medications prescribed for HF have 
side-effects, including lethargy related to beta-blocker medication, and nausea linked 
to digoxin (British Heart Foundation, 2002).
Psychosocial impact
It has been suggested that HF may impair quality of life more than any other chronic 
medical condition (DoH, 2000). As well as the distressing symptoms and side-effects
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described above, patients may be coping with reduced activity (including economic 
activity) and forced dependency. Moreover, they live with the uncertainty of symptom 
exacerbations and the risk of sudden death. Not surprisingly, the condition is 
associated with high levels of depression, with over a third of patients reported to 
experience severe and prolonged depressive illness (DoH, 2000) Comorbid depression 
has been found to be associated with greater morbidity and mortality (Murberg, Bru, 
Svebak, Tveteras & Aarsland, 1999; Jiang et al, 2001). Few studies have examined 
anxiety in patients with HF. Van Jaarsveld and colleagues found raised levels of 
anxiety in 30% patients immediately after diagnosis, with these levels persisting over 
the first year (van Jaarsveld, Sanderman, Miedema, Ranchor & Kempen, 2001).
Management
Effective pharmacological management of HF is complex and requires multiple 
medications. Many patients are prescribed at least five types of drug for HF alone 
(NICE, 2003). Guidelines also highlight the need for non-pharmacological lifestyle 
changes. Patients are advised to restrict their intake of salt, to regulate fluid intake, 
and to pace their activities to balance regular exercise with avoidance of over­
exertion. Smoking cessation, limitation of alcohol intake and vaccination against 
influenza are also recommended. In addition, patients are advised to regularly monitor 
the early markers of fluid retention that signal deterioration, which include increases 
in weight, peripheral swelling and shortness of breath. Upon noting these markers, 
patients adjust their dose of diuretic medication to reduce fluid build-up, or contact 
their health professional (NICE, 2003).
It is not surprising that patients struggle with the demands of such a regime, and the 
cost to patients, families and the healthcare system of such difficulties are 
considerable. In the UK, around 1.8% of total healthcare expenditure is linked to HF, 
with a total annual cost to the NHS of £716 million (NICE, 2003). Eighty per cent of 
this lies in the cost of hospitalisations. Readmission rates have been found to be as 
high as 50% within three months (Cowie et al, 2000). In as many as 53% of cases, 
réadmissions were avoidable, occurring because patients did not adhere to medication 
regimes, or failed to seek medical attention when symptoms recurred (Vinson, Rich, 
Sperry, Shah & McNamara, 1990).
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Adherence in heart failure
Increasing adherence to regimes and enabling patients to act when symptoms recur 
therefore has great potential to reduce NHS costs, improve the health and well-being 
of patients, and reduce the mortality rate from HF. This has prompted much research 
into adherence in HF (see van der Wal, Jaarsma & van Veldhuisen, 2004 for a 
review). Much of the collected evidence suggests that adherence is poor. One study 
described adherence rates in elderly patients treated with the medication digoxin, 
assessing compliance according to the number of prescriptions filled. Only 10% of 
7247 participants were found to be fully adherent over a year (Monane, Bohn,
Gurwitz, Glynn & Avom, 1994). Other authors described much higher adherence 
rates, but these studies have used patient self-report, asking patients to indicate the 
extent to which they adhered to medication advice (Evangelista, Berg & Dracup,
2001; Artinian, Magnan, Sloan & Lange, 2002). This may lead to higher estimates, as 
patients may report that adherence is good overall, not reporting occasional missed 
doses or variable adherence to different aspects of the regime.
Few studies have explored the reasons underlying poor adherence. Cline, Bjork-Linne, 
Israelsson, Willenheimer and Erhardt (1999) earned out in-depth interviews with 22 
elderly patients with HF who had received individualised verbal and written 
medication information. A month later, there were considerable gaps in patients’ 
knowledge. Almost half could not name their medication, half did not know the 
dosage, and two-thirds did not recall when to take their medication. The authors noted 
that the information they had provided “appeared uncomplicated” (Cline et al, 1999, 
p. 148) and was typical of that considered acceptable in clinical practice. However, 
patients in this study were taking an average of seven different medications, and it 
seems likely that the patient’s perspective regarding the complexity of the regime may 
have differed from the authors’ view.
Adherence with lifestyle aspects of the regimen has also been explored. Studies have 
generally used patient self-report, and have reported poor adherence in all aspects of 
the self-management regimen, for example 50% adherence to salt restrictions 
(Jaarsma, Abu-Saad, Dracup & Helfens, 2000) and around 40% adherence to
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randomised to a telephone-based disease management programme survived an 
average of 76 days longer than control subjects, but with no differences in functional 
capacity or healthcare costs.
Although programmes have shown some potential for success, they require substantial 
investments in staff time, and may be unsustainable in the long-term. Programmes 
involving telephone contacts or visits from healthcare professionals have been 
criticised as intrusive for patients (Horowitz et al, 2004). Disease management 
programmes have also been criticised as overly didactic, focusing on imparting 
information and failing to take account of patients’ views about their condition or 
treatment regimens (Home & Weinman, 2002).
It has been highlighted that a distinction exists between unintentional non-adherence, 
where patients fail to adhere because of memory lapses or difficulty understanding the 
regimen, and intentional non-adherence, where patients choose to deviate from 
recommended regimens. Such deviations may occur if an individual chooses not to 
adhere to some or all directions, or if they adapt the regimen to suit their needs or 
lifestyle (O’Brien, 1990). This has been described as “intelligent non-compliance” as, 
from the patient’s perspective, the decision not to adhere is rational (Weintraub,
1990). Interventions in HF may struggle to make significant changes in patients’ 
adherence to self-management recommendations because they fail to adequately 
address intentional, as well as unintentional, non-adherence.
Summary
Medical advances in the treatment of HF are failing to impact significantly on quality 
of life and prognosis for many patients with HF. Effective use of self-management 
strategies is key to avoiding rapid deterioration and emergency treatment, but many 
patients are not initiating and sustaining such strategies. Research has found that 
many patients lack the knowledge required for appropriate self-management. Disease 
management programmes have shown some potential to increase adherence, but are 
costly, can be intrusive for patients and may not significantly improve outcomes. 
Exploring patients’ beliefs about illness and treatment may offer the potential to 
uncover some of the barriers to adherence.
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recommendations for daily weighing (van der Wal et al, 2004). Investigations of 
factors underlying poor adherence to lifestyle recommendations have tended to focus 
on deficits in patients’ knowledge. Carlson and colleagues explored the difficulties 
that patients experienced in undertaking self-care, and found many failed to recognise 
symptoms such as sudden weight gain, fatigue and shortness of breath as signs of HF 
(Carlson, Riegel & Moser, 2001)
Jaarsma and colleagues conducted one of the few studies which asked patients why 
they did not adhere to guidelines. Asked why they did not weigh themselves, patients 
reported they “did not find it useful”, “did not know what to do with the information”, 
“considered it vanity to weigh themselves”, or reported practical reasons including 
restricted eyesight or not having access to a set of scales (Jaarsma et al, 2000).
There have been attempts to uncover factors which predict poor adherence. The 
review by van der Wal and colleagues found patient-related factors associated with 
better adherence included previous hospital admission for HF, greater age, more 
severe HF and less chronic co-morbidity. Greater amounts of medication, more daily 
doses, and more changes in medication were linked to poorer adherence (van der Wal 
et al, 2005). There have been similar attempts to look at factors associated with 
adhering to lifestyle elements of the regime, with little evidence that adherence can be 
predicted (Artinian et al, 2002).
Interventions to improve outcomes in HF
In the last 15 years, disease management programmes have developed as a means to 
increase knowledge and adherence in HF. Such programmes generally involve multi­
disciplinary teams, with specialised clinics dedicated to comprehensive management. 
Components of such programmes have included education, counselling, home visits 
and web- or telephone contacts to check symptoms and prompt self-care.
Some positive results have been reported. McAlister and colleagues carried out a 
systematic review and found evidence from 11 controlled studies that programmes 
decreased hospitalisations but had no impact on mortality (McAlister, Lawson, Toe & 
Armstrong, 2001). More recently, Galbreath and colleagues (2004) found HF patients
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Illness perceptions
The Self Regulatory Model (SRM) proposed by Leventhal and colleagues has been 
used as a theoretical model to explain health beliefs and behaviours (Leventhal et al,
1992). The model proposes that patients form their own common sense understanding 
of their illness, with beliefs that span five broad cognitive dimensions:
Identity: The label given to the illness, and the symptoms experienced.
Cause: The perceived cause of the illness.
Timeline: Beliefs about how long the illness will last; whether it is perceived as acute 
or chronic, or to come and go in cycles.
Consequences: Perceptions of the possible effects of the illness on the patient’s life, 
which may be physical (pain; loss of mobility), financial (unable to work) and 
emotional (loss of social contact).
Cure and control: Beliefs about whether the illness can be treated and cured, and the 
extent to which the outcome of the illness is controllable either by the self or others.
These illness representations provide individuals with a framework or schema to guide 
and evaluate health-related behaviours, including the choice whether to adhere to 
treatment regimens. According to this model, illness is approached by individuals in 
the same way as other problems. An illness presents as a problem or disruption to the 
status quo, and an individual is motivated to try to solve the problem and bring about a 
return to normality (see Figure 1).
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Figure 1: LeventhaPs Self-Regulatory Model of illness representation
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The model assumes three stages in the problem-solving process:
1. Interpretation
The individual is alerted to a deviation from the norm in one of two ways; either 
symptom perception (“Today I am breathless”) or social messages (“My doctor said 
breathlessness was due to my heart failure”). In order to move towards addressing the 
problem, it must be given meaning. The symptoms and social messages contribute to 
illness cognitions, on the dimensions previously described. These representations give 
the problem meaning, and help the person to consider behavioural responses.
Parallel to the cognitive procedure is an emotional dimension. The individual has an 
emotional response to the symptom or label, which influences behavioural responses. 
If the emotional representation prompted by the symptom is fear, the person may 
choose to avoid focusing on their health or seeking advice.
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2. Behavioural procedures
The behaviours selected to deal with the problem must be in line with both the illness 
cognitions and the emotional state of the person. Two broad categories have been 
described; approach coping (going to the doctor, talking to friends about emotions) 
and avoidance coping (denial, wishful thinking).
3. Appraisal
In this third stage, individuals assess the effectiveness of their behaviours and evaluate 
whether to continue, or to choose another strategy.
Coherence
The SRM recognises the patient is an active partner in the management of their health 
condition, and that responding to an illness threat involves ongoing and dynamic 
interrelation between the stages. Moving through these stages, patients begin to form a 
belief about the usefulness of their illness perceptions. This concept, called illness 
coherence, can be thought of as a meta-cognition reflecting whether the patient 
believes their illness model can adequately explain the symptoms they are 
experiencing and link to actions which relieve symptoms. Coherence is understood as 
the patient’s perception of good understanding, which may or may not equate with the 
facts about the condition as understood by health professionals. However, a coherent 
illness model must involve a good fit between the patient’s own beliefs and the 
explanations and treatments which have been outlined by health professionals.
Illness beliefs and adherence
A growing body of research into other medical conditions supports the role of illness 
beliefs in adherence. Illness beliefs have been found to relate to medication adherence 
in hypertension (Meyer, Leventhal & Gutman, 1985) and beliefs about control were 
related to regime adherence in young people with diabetes (Griva, Myers & Newman, 
2000). It has been demonstrated in prospective studies that beliefs held by patients 
recovering from myocardial infarction predict their subsequent adherence to 
recommendations to attend cardiac rehabilitation classes (Petrie, Weinman, Sharpe & 
Buckley, 1996; Cooper, Lloyd, Weinman & Jackson, 1999).
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It has been proposed that in addition to beliefs about the illness, patients also hold 
beliefs about treatment regimens which play a role in their decisions about adherence 
(Home, 1997). These beliefs relate to the perceived necessity of treatments, and 
concerns about potential harm. In asthma patients, doubts about the necessity of 
inhaler medication and concerns about potential adverse effects, as well as beliefs 
about the negative consequences of the illness, influenced non-adherence (Home & 
Weinman, 2002). Beliefs about illness identity, consequence and the necessity of 
treatment related to adherence in patients with haemophilia (Llewellyn, Miners, Lee, 
Harrington & Weinman, 2003).
Illness beliefs, coherence and self-management in heart failure
Horowitz et al (2004) carried out the only identified study using the SRM as a 
framework to explore illness beliefs in HF. Their results suggested that it was the lack 
of coherence in HF patients’ illness models which prevented effective self­
management. Semi-stmctured interviews conducted with 19 patients receiving 
treatment at a US hospital suggested that patients did not demonstrate a clear 
conceptual grasp of their illness, and without understanding the source and implication 
of their symptoms, were unable to undertake routine self-management, or to recognise 
and act on escalating symptoms.
Themes arising from these interviews clarified how patients’ perceptions of their 
condition impacted on their health-related behaviours. Patients perceived HF as an 
illness with an acute, rather than chronic, identity. They described the chronic HF 
symptoms which they were experiencing as being caused by stress, or relating to 
another disease. Many could give no adequate explanation for their symptoms. Few 
described HF as a very serious or incurable condition, showing poor understanding of 
the consequences of the illness. These incomplete, incoherent models of HF left 
patients ill-equipped to act appropriately when their health deteriorated. They did not 
connect their symptoms to an illness which had a specific name, associated symptoms 
and a defined course of action. When symptoms were experienced, they were not 
perceived as serious enough to warrant seeking help, meaning that early warning signs 
were not acted upon. Patients would then experience severe exacerbations, prompting
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them to seek medical help via the emergency room. Emergency treatment reinforced 
their perception of the condition as an acute illness requiring expert management.
Like previous research into adherence in HF, this study uncovered significant gaps in 
patients’ knowledge about their HF and its management which played a role in non­
adherence. More usefully, it gave some insight into patients’ efforts to understand and 
cope with HF, and how their beliefs about the condition influence the steps they take 
to manage it. These results suggest that poor self-management in HF may result from 
patients’ lack of a coherent understanding of the condition.
The authors reported that participants in their study seemed to hold coherent models 
of other illnesses; they understood what symptoms related to asthma and diabetes, and 
recognised cues for action to manage these conditions. It may be that there are facets 
of HF which make it particularly resistant to a coherent understanding. HF develops 
from many different causes (NICE, 2003). The name “heart failure” may be seen to 
suggest an acute event (when the heart fails), rather than a chronic weakening of the 
heart, influencing patients to an acute model (Blumhagen, 1980). HF symptoms may 
be experienced as arising in the legs (swelling), the respiratory system (breathlessness) 
and the muscles (weakness), rather than in the heart, and this may cause confusion 
(Horowitz et al, 2004). HF therefore presents a useful model with which to explore 
coherence.
Rationale for the current study
It is evident that many patients struggle with the demands of self-managing HF, and 
that poor adherence to recommendations can lead to poorer health, hospitalisation and 
death. Research has shown that there are gaps in patients’ knowledge regarding 
medication regimes, relevant lifestyle factors and the recognition and prevention of 
deteriorations. Disease management programmes aimed at increasing patient 
knowledge or prompting patients to self-care have had only limited success. Research 
from other chronic health conditions suggests that the beliefs patients hold about their 
illness and treatment regimes influence whether they adhere or not. One study which 
explored illness beliefs in HF suggested adherence was poor because the beliefs 
patients held about the condition did not hold together as a coherent illness model.
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Without a clear conceptual grasp of HF, patients were unable to undertake effective 
self-management.
Little is understood about what it means for an individual to hold a coherent model of 
their illness, or how such an understanding develops. It has been suggested that 
features of HF might make it particularly resistant to a coherent understanding. The 
mechanisms by which a coherent understanding might influence self-management in 
HF have not been investigated. If holding a coherent illness model leads to improved 
self-management, understanding how coherence develops could inform interventions 
to improve outcomes in HF.
The Revised Illness Perceptions Questionnaire (IPQ-R; Moss-Morris et al, 2002) 
includes a subscale to measure illness coherence, elicited through statements such as 
“I have a good understanding of my condition”; “The symptoms of my condition are 
puzzling to me”. Data taken from eight illness populations using this measure has 
found that coherence correlated positively with control and negatively with emotional 
distress. Clinical interventions which increase coherence may therefore be useful in 
enabling patients to feel more in control and less distressed by their illness.
Aims of the study
My overall aim in undertaking this study was to explore the construct of illness 
coherence in HF by investigating what it means for an individual to hold, or not to 
hold, a coherent model of their illness, and how such understanding develops. I hoped 
to explore the role that patients’ cognitive and emotional representations play in the 
decisions they make about how to manage their health. Finally, I wanted to explore 
the experience of patients with HF, with the aim of gaining insight into what it is like 
to live with the condition.
A cross-sectional questionnaire study was used in order to identify participants who 
differed in their perceived illness understanding. Scores on the coherence construct of 
the IPQ-R were used to identify participants who believed that they had a good 
understanding (high coherence), and a poor understanding (low coherence) of their
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illness. Interviews were conducted with participants from both groups, and similarities 
and differences explored to inform an understanding of the construct.
In addition, the questionnaire data from the cross-sectional study enabled investigation 
of illness perceptions and coherence in patients with HF. Relationships between 
illness perceptions and beliefs in the efficacy of self-management strategies and 
psychological well-being were explored.
Following from the existing literature, the study tested the following hypotheses:
Hypothesis 1; Patients who report high coherence will conceive of their HF as a 
chronic condition, and those with low coherence will view it as an acute condition.
Hypothesis 2: Patients who report high illness coherence will have a high sense of 
personal control of their symptoms, and those with low coherence will have a poor 
sense of personal control.
Hypothesis 3: Patients who report high coherence will have stronger beliefs in the 
effectiveness of relevant health behaviours in HF than those who report low 
coherence.
METHOD
Questionnaire phase; Measures (see Appendix A)
IPQ-R
Illness perceptions were assessed using the Revised Illness Perceptions Questionnaire 
(IPQ-R; Moss-Morris et al, 2002). The measure comprises scales to assess the 
dimensions of identity, timeline (acute/chronic and cyclical), consequences, personal 
and treatment control, illness coherence, emotional representation and causal 
attribution from the SRM (Leventhal et al, 1992). The psychometric properties of the 
IPQ-R have not been tested in patients with HF. However, they had been investigated 
in many other patient groups with chronic conditions including coronary heart disease, 
asthma and type II diabetes. Good evidence was shown for internal consistency, test-
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retest reliability and concurrent, discriminant and predictive validity of the scales 
(Moss-Morris et al, 2002).
In line with the recommendations of the authors, the IPQ-R was adapted to make 
reference to specific characteristics of HF. Symptoms which might be experienced in 
HF (leg swelling, weight gain, coughing) were introduced to the illness identity 
section. Three additional possible causes were added to the relevant section of the 
measure (high blood pressure, a previous heart attack, drug therapies for another 
medical condition). To comply with concerns raised by the hospital Research Ethics 
Committee, the words “heart condition” were used where possible as a substitute for 
“heart failure”, as it was felt the repeated use of the phrase could have a negative 
emotional impact on participants.
Perceptions about health-maintaining behaviours
A literature search did not identify any measures for exploring patients’ perceptions 
about the effectiveness of health behaviours in HF and therefore a measure was 
developed. Behaviours recommended in managing HF (eg “Taking my prescribed 
medication”; “Avoiding salt”) were listed together with behaviours which are not 
considered instrumental (eg “Trying to avoid stressful situations”; “Getting a good 
night’s sleep”). Participants indicated using a 7-point Likert scale their belief in the 
effectiveness of such actions in managing their HF symptoms.
Psychological well-being
The Hospital Anxiety and Depression scale (HADS; Zigmund & Snaith, 1983) was 
used to measure anxiety and depression. This is a well-validated 14-item self 
assessment screening scale developed for use in a hospital medical outpatient setting. 
It largely avoids questions relating to physical symptoms, and is therefore less 
susceptible to contamination by physical illness or treatment side-effects than other 
mood measures. There are two scales (depression and anxiety) each with seven items 
which generate scores ranging from 0 to 3. Individual item scores are summed to give 
a maximum score of 21 on each of the two scales. The HADS has good validity and 
demonstrated reliability (Herrmann, 1997). The authors suggest that for each scale.
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scores below 8 are in a normal range, scores of 8-10 are in a borderline range, and 
scores of 11 or more indicate clinically significant levels of depression or anxiety.
Procedure
Ethical approval was gained from the hospital and the University of Surrey research 
ethics committees (Appendices B & C). Confidentiality of personal details and 
anonymity were assured.
Phase One: Cross-sectional questionnaire study
Patients attending the nurse-led heart failure clinic at a London hospital were 
approached regarding the research. Patients who attend the clinic have a diagnosis of 
HF which requires specialist management due the complexities of the disease and 
comorbid conditions or adverse drug reactions. Patients attend regularly for follow-up 
care. Management consists of initiation, uptitration and monitoring of medication, in­
clinic monitoring of weight and fluid overload and self-management advice.
Patients were approached when they attended for an outpatient appointment. A small 
number of discharged patients were also invited to take part in the research by means 
of postal questionnaire. Patients may be discharged if their symptoms are stable and 
they can be managed appropriately within primary care.
Patients were excluded if it was their first visit to the clinic. Language was not a 
criterion for exclusion at the questionnaire phase; patients took part if a friend or 
family member was able to interpret for them.
Patients were given an Information Sheet (Appendix D), and asked if they would be 
willing to take part in the research. Patients who consented (Appendix E) were given 
the questionnaire and a stamped self-addressed envelope. Patients contacted by post 
were sent the information sheet and questionnaire with a covering letter (Appendix F) 
which encouraged them to contact the researcher with any queries. Patients who did 
not return a questionnaire were not contacted again. GPs were informed when patients 
consented to take part (Appendix G).
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It was explained that a small number of participants who completed the questionnaire 
would be contacted again and asked to take part in an audio-taped interview.
Analysis
SPSS Version 12 was used to analyse the quantitative data. Examination of the data 
showed the IPQ-R subscales had normal distributions and were therefore suitable for 
parametric analysis. Data on beliefs in health-maintaining behaviours was not 
normally distributed, and therefore non-parametric tests were used. IPQ-R subscales 
were assessed for internal consistency using the SPSS Reliability procedure to 
compute Cronbach’s alpha. Alpha scores >0.7 mean a scale can be considered 
adequately reliable (Kline, 1993). Alpha coefficients for the subscales are shown in 
Table 1, and for causal attributions in Table 2:
Table 1; Alpha scores for IPO-R subscales
Timeline
(acute/chronic)
Timeline
(cyclical)
Consequences Personal
control
Treatment
control
Illness
coherence
Emotional
representations
0.76 0.81 0.71 0.71 0.75 0.90 0.81
Table 2: Alpha scores for IPO-R causal attributions scales
Psychological
attributions
Risk factor attributions Immune attributions Chance attributions
0.71 0.49 0.19 0.32
Phase Two: Interview study 
Sampling method
Participants for interview were selected according to their scores on the “coherence” 
subscale of the IPQ-R. A higher score indicates a participant feels they have a better 
understanding of their condition. Ten participants were invited for interview; of these 
nine agreed and were interviewed. Five were selected from amongst the lowest scorers 
on the subscale (8 participants had scores of 6-14; the first five of these to be 
contacted were interviewed). The five highest scorers (scores from 21-25) were 
invited to interview; one declined and four agreed.
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The interview
Interviews took place at the hospital, the participant’s workplace or the participant’s 
home. Every effort was made to ensure a relaxed environment where participants felt 
at ease. Interviews were audio-taped.
A number of areas for questioning were identified on the interview schedule 
(Appendix H). The interview was semi-structured, in that these areas were used as a 
starting point, but interesting areas that arose spontaneously were followed up and 
probed further. Each interview covered the following areas:
1. How the participant understood the diagnosis “heart failure”,
2. Their perceptions of causes,
3. Their experience and perceptions ofHF, including symptoms and 
management,
4. Perceptions of coherence; whether the participant felt their illness “made 
sense”,
5. The process by which they reached their understanding of HF,
6. Their perceptions of the consequences of coherence.
Participants’ responses to the coherence items on the IPQ-R were also used to prompt 
discussion. Following interviews, the audio tapes were transcribed. An example 
transcript from a participant who reported a low coherence model is included as 
Appendix I.
Interpretative phenomenological analysis
Interpretative phenomenological analysis (IPA) was chosen as the qualitative 
methodology to interpret data arising from the interviews. IPA is a methodology 
which allows exploration of the ways in which individuals construe and make sense of 
their experience (Smith, Flowers & Osbom, 1997). It was developed within the field 
of health psychology, and has been used to gain an “insider perspective” (Conrad, 
1987) of experiences such as chronic pain (Osbom & Smith, 1998), early stage
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Alzheimer’s disease (Clare, 2003) and receiving genetic test results (Michie, Smith, 
Senior & Marteau, 2003).
The methodology is phenomenological in that it attempts to explore the individual’s 
personal perception or account of an event, rather than some objective statement of the 
event. Semi-structured interviews are used to tap into an individual’s reflections on a 
particular topic. These accounts are then subject to intensive analysis by the researcher 
to uncover and interpret the meanings inherent in the account. It is acknowledged that 
the interpretation is inevitably subjective on the part of the researcher, and this is 
made explicit in the research account (Smith et al, 1997).
In common with other qualitative methodologies, notably discourse analysis (Potter & 
Wetherell, 1987), IPA acknowledges the importance of language. It differs in its 
perception of the importance of cognition. Discourse analysis is generally sceptical of 
the possibility of mapping verbal reports onto underlying cognitions, and sees verbal 
reports as behaviours in themselves which warrant functional analysis. IPA accepts 
the possibility of analysing verbal accounts to infer cognitions, affect, meaning and 
action (Reid, Flowers & Larkin, 2005). IPA was selected for the present study as the 
SRM is a model which based on cognitions and emotions, and coherence can be 
conceptualised as a cognitive construct.
Analytic process
The nine verbatim transcripts were analysed in detail using IPA according to the 
recommendations of Smith et al (1997). In line with the standards of transparency 
recommended for qualitative research, I will outline the analytic process.
One transcript for a “low coherence” participant was selected and read in detail a 
number of times, with notes made relating to key phrases and processes. Emerging 
themes were noted, and these themes were examined to explore the connections 
between them. Care was taken to ensure the themes were represented by the data. I 
then repeated the process with a “high coherence” transcript, looking for examples of 
the previously-identified themes, and also uncovering new themes. Themes which
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were considered similar were combined, and any themes which lacked evidence were 
abandoned.
Having identified and listed major themes, I shared and discussed extracts of the two 
transcripts with a group of colleagues experienced in IPA. Members of the group gave 
their interpretations of the data. My identified themes were validated by the group, 
and discussion allowed for a richer interpretation where new themes were uncovered.
I was then able to continue the analysis with the other transcripts, focusing first on the 
“low coherence”, and then the “high coherence” interviews. As the analysis 
progressed I drew out examples of the identified themes in the new material, and 
identified additional themes. Previous transcripts were re-read to check for examples 
of the new themes. Finally, all themes were checked to ensure that they were 
supported by the data and extracts from the transcripts which illustrated each theme 
were listed.
The interpretative framework
It is acknowledged in IPA that the interpretative framework the researcher brings will 
influence the process of the analysis, and therefore this framework is outlined.
In undertaking this research, I was aware that issues raised regarding understanding 
and managing illness were relevant to me both professionally and personally. As a 
trainee clinical psychologist, I have worked with people with chronic physical and 
mental health problems. This work included supporting people in reaching an 
understanding of their condition which enabled them to manage it effectively, and to 
achieve a better quality of life, and therefore I had some expectations that a better 
understanding of HF would be an advantage for participants.
Inevitably, issues around health and illness also affect me personally, and I interact 
with the healthcare system both as a patient and as a family member. My role in my 
own healthcare is generally active, and I prefer to be informed. I have also taken this 
active role in regard to illnesses experienced by family members, with some 
frustration at others’ more passive approach. However, through this process I have
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also become aware of factors which may facilitate my being an active partner in 
healthcare. In particular, being young, educated. White British and healthy may lead 
to my having a different experience of the healthcare system than other people. In 
addition, certain advantages are incurred through being an NHS “insider”, in terms of 
knowing what services exist, judging whether to access them and knowing how to do 
so, and being confident about patients’ rights. This realisation has helped me to 
understand some of the reasons why people take a more passive or avoidant approach 
to their health, and to empathise with these coping styles.
RESULTS
Phase One: Results
1. Demographic data
Eighty current and discharged patients were approached about the research. Forty-five 
consented, and questionnaires were returned by 39, a response rate of 49%. Data for 
one participant was incomplete, leaving a sample for the quantitative phase of 38.
Table 3: Characteristics of participants vs. non-participants
Participants (n=38) Non-Participants (n=42)
Age
Range 39- 91 4 3 - 8 4
Mean 68.95 67.86
SD 12.00 10.83
Gender
Male 87% (33) 74% (31)
Female 13% (5) 26% (11)
Ethnicity
White ethnic origin 79% (30) 67% (28)
Other ethnic origin 16% (6) 31% (13)
Missing data 5% (2) 2%(1)
Characteristics of the participants and non-participants are shown in Table 3. An 
independent samples t-test showed no significant difference between participants and 
non-participants in terms of age (t=0.427, df=78, p=0.671). Pearson’s chi-square was 
calculated and showed there was no relationship between participation in the study 
and gender (%2=2.118, df=2, p=0.146) or between participation in the study and ethnic 
origin (White or Other ethnic origin) (%2=2.788, df=2, p=0.248). Data was not
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available for non-participants in terms of mæital status, educational attainment, 
occupational status or occupation.
Participants
The majority of the sample (87%) was male. In terms of ethnic origin, 26 participants 
(68%) described themselves as White British in origin. Four (11%) were White from 
other backgrounds; two (5%) were Black Caribbean; two (5%) were Asian and two 
(5%) were of Mixed ethnic background. Data on ethnicity was not available for two 
participants (5%).
Participants were aged 39 to 91 years, with a mean age of 69 years (sd =12.00). Three 
participants (8%) were aged 39 to 50 years, five (13%) were aged 51-60, seven (18%) 
were aged 61-70, seventeen (45%) were aged 71-80, and six (16%) were aged 80-91 
years. In terms of marital status, 21 (55%) were married, 6 (16%) were single, 4 
(11%) were widowed and 2 (5%) separated or divorced. Data was missing for five. 
Five participants (13%) were working full-time, 29 (76%) were retired, 1 (3%) was 
unemployed, 1 (3%) worked part-time, and data was missing for two (6%). 
Participants were asked their level of education attainment; 20 (53%) did not provide 
information; nine (24%) were educated to secondary level; 2 (5%) to tertiary level and 
7 (19%) to degree level or above.
2. Anxiety and depression
Scores below eight on the HADS are considered in the normal range, scores of 8-10 in 
the borderline range and scores above 11 indicate clinically significant levels of 
depression or anxiety (Zigmund & Snaith, 1983). Table 4 shows HADS scores for the 
sample. Eighteen per cent of participants (n=7) scored above cut-off for depression, 
with a further 29% (n=l 1) in the borderline range. These rates are lower than those 
reported elsewhere (DoH, 2000).
Twenty-one per cent (n=8) scored above cut-off for anxiety, with a further 24% (n=9) 
in the borderline range. Few previous studies have examined anxiety in patients with 
HF (Artinian, 2003), but these levels would appear to be quite high. Clinical anxiety
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scores have been reported in 19% of cardiology patients (Herrmann, 1997) compared 
with 12.6% of the general population (Crawford, Henry, Crombie & Taylor, 2001).
Table 4: Descriptive statistics for anxiety and depression scores
N Range Mean SD
Depression 37 1-15 6.70 3.94
Anxiety 37 0 -1 9 6.81 4.88
3. Relationships between IPO-R constructs and well-being
Pearson’s correlation coefficients were used to investigate relationships between IPQ- 
R dimensions and psychological well-being. As shown in Table 5, identity was 
positively correlated with a cyclical timeline and consequences, with participants who 
held a stronger illness identity more likely to perceive their symptoms as 
unpredictable and having more severe consequences on their life. Identity was also 
correlated with emotional representations and with anxiety and depression. A cyclical 
timeline was strongly associated with emotional representations and mood, suggesting 
that participants who perceived that their heart condition came and went unpredictably 
reported higher levels of illness-related distress, depression and anxiety. Participants 
holding a cyclical model were also more likely to hold beliefs about psychological 
factors as causal in their HF. Those participants who held beliefs that treatment could 
control their heart failure were less likely to feel that the condition had serious 
consequences on their life. The perception of serious consequences correlated with 
depression and emotional representations. Mood, emotional representations and 
psychological attributions correlated significantly with each other.
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1 2 3 4 5 6 7 8 9 10
1. Identity
2. Timeline 
(acute/chronic)
.12
3. Timeline 
(cyclical)
.46** -.06
4,Consequences .38* .16 .21
5. Personal 
control
.08 -.16 .04 -.11
6. Treatment 
control
.14 -.20 -.02 -.33* .13
7. Illness 
coherence
.12 .45** -.22 -.17 .16 .11
8. Emotional 
representations
.39* .06 .43** .33* -.28 -.18 -.30
9. HADS anxiety .47** -.05 .57** .27 -.16 -.05 -.16 .58**
10. HADS 
depression
.41* .08 .61** .42* -.13 -.26 -.32 .60** .59**
11. Psychological 
attributions
.32 -.03 .36* .32 -.04 -.05 -.40* .40* .47** .55**
*p< .05, ** p<.01 (two-tailed)
4. IPO-R: Illness coherence
As shown in Table 5, coherence was positively correlated with a chronic timeline, 
suggesting those who reported a coherent illness model perceived their HF as a 
chronic condition. The negative relationship between coherence and psychological 
attributions is discussed below. A trend was apparent towards a negative relationship 
between coherence and depression, though this was not sufficient for statistical 
significance. Contrary to hypothesised outcomes, coherence was not found to correlate 
with control. Those participants who reported a coherent model did not perceive their 
condition as being subject to influence either by treatment or their own actions.
Independent samples t-tests were used to explore relationships between demographic 
variables and coherence. Due to the large proportion (53%, n=20) who did not provide 
information about their level of educational achievement, this variable was not 
calculated. There was no significant difference between coherence scores according to
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participants’ gender (t=1.17, df=36, p=0.25). No significant difference was found 
between coherence scores according to marital status (t=0.093, df=33, p=0.93). There 
was a significant difference between coherence scores according to occupational 
group, with participants in professional occupations (National Statistics Socio­
economic Classification groups 1, 2 & 3; Office of National Statistics, 2002) reporting 
higher coherence (t=3.63, df=26, p=0.001). In terms of ethnic origin, a significant 
difference was found. Participants of White ethnic background reported higher 
coherence scores than participants of other ethnic backgrounds (t=2.07, df=34, 
p=0.046).
Table 6: Descriptive statistics for coherence scores according to demographic 
variables
N Mean SD Std error 
mean
Gender:
Male 33 17.03 4.06 0.71
Female 5 19.40 5.41 2.42
M arital status:
Married/cohabiting 21 17.14 4.97 1.09
Single/widowed/divorced 14 17.29 3.56 0.95
Occupation:
ONS group 1 - 3 16 19.86 3.48 0.87
ONS group 4 - 9 12 14.58 4.23 1.22
Ethnicity:
White 30 19.90 3.95 0.71
Other 6 14.00 4.86 1.98
Pearson’s product moment correlation coefficients were calculated to explore , 
relationships between coherence scores and age of participant. No significant 
correlation was found (r=0.002, n=38, p=0.992, two-tailed).
5. IPO-R: Causal attributions
Participants indicated on a five-point Likert scale their belief in listed factors causing 
HF. The scale was converted into agree/neither agree nor disagree/disagree, and 
results are shown in Table 7. A majority of participants (>70%) indicated that they did 
not believe factors such as a germ or virus, poor previous medical care, mental
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attitude, personality or family problems were causal in HF. However, there was no 
equivalently strong consensus on which factors were likely causes. Stress and ageing 
emerged as causal attributions held by 45% of participants, with smoking (37%) and 
high blood pressure (34%) the next most common attributions. These results suggest 
that HF patients in this sample held no strong beliefs about the causes of HF.
Table 7: Causal attributions for HF
%
Agree
(n)
% 
Neither 
agree nor 
disagree (n)
%
Disagree
(n)
%
Missing data 
(n)
Stress 45 (17) 13(5) 43 (16)
Hereditary factors 24 (9) 13(5) 63 (24)
A germ or virus 21 (8) 8(3) 71 (27)
Diet 29 (11) 26 (10) 48 (17)
My previous heart 
attack
32 (12) 5(2) 58(22) 5(2)
Poor medical care in 
the past
11(4) 13(5) 76 (29)
Pollution 11(4) 32 (12) 58 (22)
Chance or bad luck 26 (10) 21 (8 ) 53 (20)
My own behaviour 29(11) 24(9) 47(18)
My mental attitude 16(6) 13(5) 71 (27)
Family problems 16(6) 13(5) 71 (27)
Overwork 24(9) 21 (8) 53 (20) 3(1)
My emotional state 13(5) 21 (8) 66(25)
High blood pressure 34(13) 13(5) 53 (20)
Alcohol 13(5) 26(10) 61 (23)
Smoking 37 (14) 13 (5) 50(19)
Accident 0 21 (8) 79 (30)
My personality 11(4) 13(5) 76 (29)
Drug therapies for 
another condition
11(4) 5(2) 82 (31) 3(1)
Ageing 45 (17) 13(5) 40(15) 3(1)
Psychological attributions about causes of HF formed a scale which had internal 
consistency (see Table 2). As shown in Table 5, psychological attributions correlated 
negatively with coherence, and positively with a cyclical timeline, emotional 
representations, anxiety and depression. This would suggest that those participants 
who believed their HF was caused by psychological factors (eg stress, mental attitude) 
were less likely to report a coherent understanding of the condition. They were also
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more likely to be anxious or depressed, and to perceive their HF as unpredictable and 
distressing.
Scales for other attributions (risk factors, immune attributions and chance attributions) 
were not examined as they had insufficient internal consistency (see Table 2).
6. Perceptions of effectiveness of health-maintaining behaviours
Participants were asked to indicate on a seven-point Likert scale their belief in the 
effectiveness of listed health-maintaining behaviours. Scores were converted into 
three points (see Table 8). Almost all participants (95%) indicated that they believed 
taking their medications to be effective in managing their HF. A high proportion 
(79%) reported that they believed consulting their doctor or nurse when they noticed 
changes in symptoms was effective. However, other key health behaviours in HF 
(regular weighing; adjusting medications in response to weight or symptom changes; 
exercise; avoiding salt) were endorsed by less than two-thirds of participants. Only 
53% of participants believed it to be effective to seek medical advice when they 
noticed changes in weight; this contrasts sharply with 87% who believed they should 
be avoiding stressful situations, a behaviour which would not necessarily be 
recommended in managing HF.
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Table 8; Effectiveness of health-maintaining behaviours, ranked according to % 
who hold them as effective
%
Not 
effective (n)
%
Unsure (n)
%
Effective (n)
%
Missing data (n)
Taking prescribed 
medication
0 0 95 (36) 5(2)
Trying to avoid stressful 
situations
3(1) 8(3) 87 (33) 3 (1)
Not smoking 3(1) 5(2) 84 (32) 8(3)
Consulting doctor or 
nurse when I notice 
changes in symptoms
5(2) 11(4) 79 (30) 5(2)
Trying to get a good 
night’s rest
8(3) 13(5) 71 (27) 8(3)
Eating a low-fat diet 8(3) 18(7) 69 (26) 5(2)
Weighing myself 
regularly
11(4) 21 (8) 66 (25) 3(1)
Taking regular exercise 13 (5) 16(6) 66 (25) 5(2)
Adjusting medications 
when 1 notice changes in 
symptoms
11(4) 8(3) 63 (24) 18(7)
Talking to friends and 
family when I notice 
changes
13(5) 18(7) 61 (23) 8(3)
Avoiding salt 21(8) 13(5) 61 (23) 5(2)
Consulting doctor or 
nurse when I notice 
changes in weight
26 (10) 18(7) 53 (20) 3(1)
Not drinking alcohol 16(6) 24(9) 53 (20) 8(3)
Spearman’s rho was used to explore relationships between belief in health behaviours, 
control and coherence. A significant positive correlation was found between 
coherence and belief in the effectiveness of taking medications (r=0.33, p<0.05), 
suggesting that those participants who held a coherent model had a stronger belief in 
the effectiveness of taking their medications.
Significant positive relationships were found between treatment control and belief in 
the effectiveness of taking medications (r=0.36, p<0.05), and treatment control and 
belief in the effectiveness of taking regular exercise (r=0.35, p<0.05), suggesting that 
those participants who believed that treatment could control their HF held stronger 
beliefs about the effectiveness of both taking their medications and taking exercise. A 
significant positive correlation was found between personal control and belief in the
168
Major Research Projeet
effectiveness of daily weighing (r=0.37, p<0.05), suggesting that those participants 
who believed they had personal control over their condition had a stronger belief that 
weighing themselves daily was effective in managing their HF. No other significant 
relationships were found.
Results of qualitative analysis 
Overview
Analysis focused on identifying the themes most relevant to the aims of the current 
study: understanding what factors underlie a coherent and a non-coherent reported 
model of HF and how this impacts on self-management. This could be explored by 
looking at the similarities and differences in the themes arising from the interviews. 
Following on from the results of the quantitative analysis, of particular interest was:
a) How do participants explain and understand their diagnosed condition, HF,
b) What do they see as the causes of HF,
c) What sense do they have of the medical profession’s capacity to control their 
symptoms, and by what means,
d) What sense do they have of their own capacity to control or influence their 
symptoms,
e) How are they coping with HF.
In the “low coherence” group, four men and one woman were interviewed. Their ages 
ranged from 65 to 78. They described their ethnicity as Black British Caribbean (2), 
White English (2) and British Mauritian (1). In the “high coherence” group, two men 
and two women were interviewed. Their ages ranged from 43 to 71. They described 
their ethnicity as Anglo Indian (1), White Scottish (1) and White English (2). All 
participants had English as a primary language. Three participants elected to have 
their spouse present during the interviews.
Names and certain details in the extracts have been changed to protect confidentiality. 
The “low coherence” participants were Peter, Violet, Cedric, George and John. The 
“high coherence” participants were Jane, Ken, Lisa and Mike.
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Themes
Four major themes emerged from analysis of the data. These were:
1. Making sense of heart failure;
2. Interactions with the healthcare system;
3. Treatment and control;
4. Adaptation and coping.
These themes are described below, illustrated with extracts from the interviews. The 
participant’s name is given in brackets, together with high or low to indicate reported 
coherence.
1. Making sense of heart failure
Participants were asked how they understood the diagnosis of HP; how the condition 
had come about; the symptoms they experienced and their understanding of causes.
1.1 The meaning of the diagnosis
Participants were asked, “What is heart failure?” All four participants who had 
reported a coherent model were able to clearly articulate that there had been a 
reduction in their heart’s capacity to pump the blood, and that this was causing their 
symptoms. Jane explained:
I  understand it as being that the pumping action o f the heart isn’t enough to supply the 
needs o f the body and therefore we get these symptoms -  tiredness, breathlessness, 
fluid retention. (Jane, high)
Interestingly, these descriptions were not always accurate from a medical point of 
view. Mike’s description seemed to have developed from his own interpretation of the 
explanation he had been given:
It appears for many years — I ’m not sure how long, I  mean it might have been the 
whole o f my life -  my blood is particularly thick, and so for x amount o f  years my
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heart has been working particularly hard to pump the blood around my body. (Mike, 
high)
Although such an explanation differed from a medical understanding of heart failure, 
Mike’s description was rich, and formed a foundation for his consequent health- 
maintaining behaviours -  taking a medication which would thin his blood, and 
exercising to a safe level given the reduced capacity of his heart.
Only one of the low coherence participants gave a description of heart function, and 
this was given hesitantly:
Well, i t ’s the ability o f the heart... not being able to pump the blood... or the water out 
o f the blood. (John, low)
In answering this question, it was apparent that three of the five low coherence 
participants (Peter, Violet and George) were unsure if they had been given a diagnosis 
of HP:
I  don’t know about diagnosed with heart failure... they just say that the heart is 
beating irregular, and that goes on for some time, always having a slow beat. (Violet, 
low)
Given this uncertainty about heart failure as a diagnosis, it is not surprising that these 
participants had reported low coherence -  their heart failure was confusing to them 
because it was not a label that they applied to the symptoms they experienced. It could 
be expected that not having an appropriate label for their condition would leave 
patients poorly equipped for carrying out self-management.
Without a clear understanding of a diagnosis, for Peter there was some confusion 
about whether his heart condition was an acute event from which he had recovered, or 
an ongoing chronic condition:
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I  can’t remember, heart attack, heart failure, what all that... all 1 know, Ife lt sick, 
they called an ambulance, that’s all. (...) When 1 go home 1 was ok. But the year after 
I  get another one. But nobody tell me heart attack or failure, whatever it is. (Peter, 
low)
This was in contrast to Lisa, who was clear that there were different implications in 
dealing with a chronic heart condition:
Cos once you ’ve had a heart attack, you’ve had a heart attack and they teach you to 
adjust your life and get on with it. But heart failure, cos you’re in heart failure, cos 
you’re failing, they’re teaching you how to cope with it. (Lisa, high)
Participants who lacked a coherent model of HF were poorly placed to undertake 
effective and ongoing self-management.
1.2 The onset of heart failure
Participants described how their symptoms had developed. Some of the participants 
described a dramatic change in their health status:
Everything happened very, very suddenly with me, 1 would say over the course o f a 
couple o f hours (...) It was a terrible shock because I  considered I  was a fit  person. 
(Jane, high)
Such a sudden and significant change, though devastating, may have helped in the 
formation of a coherent illness model. Three of the four participants with coherent 
models had experienced a sudden decline in health, been admitted to hospital and 
subsequently reached an understanding that what they were experiencing was HF. 
Other participants described a more gradual and confusing development of symptoms:
I  wasn’t aware o f  it really. Just having, well, I  had a slight pain there (gestures to 
chest) and then the doctor sends me [to Cardiology Outpatients for tests] So it was a 
bit puzzling because it’s one thing I ’d been living with for some time. (Violet, low)
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For some patients, HF develops insidiously as a result of hypertension. These patients 
may be at a disadvantage in gaining an understanding of HF as a condition distinct 
from multiple comorbid health problems.
Violet, John, Cedric and George all described how there had been some confusion for 
medical staff in understanding their symptoms, and this seemed to have left them at a 
disadvantage in coming to their own understanding:
The first time I  went to the doctors it was because 1 was getting pains in me throat.
(...) I  don Y know what she called it, heartburn and that, and she gave me a bottle o f 
white liquid. (...) So I  went to work on Monday, I  got two big pains... well, I  wouldn’t 
say it was a pain, but... it was my throat. So I  come home. (...) I  woke up two or three 
times in the night panting and breathing heavily. (...) I  went back up the hospital, and 
the young doctor says to me, “I  haven’t got a clue what’s wrong with you. Go and 
have an ECO. ” I  went and I  come back, he smiled at me and said, "Well, you had a 
heart attack last night. ” (George, low)
John experienced symptoms very different from the popular perception of a cardiac 
event, and this had left him at a loss to understand his condition:
They say I ’ve had heart attacks... but I ’ve never had what they say heart attacks are. 
All I  can describe it as, is like two wires in your head touching together... like a 
bullet... like a buzzing going on... and it sent me to the ground. And then I  got up 
straight away. (...) It doesn ’t add up. I  think to myself, do people understand what I ’m 
trying to tell them? I  don’t know, I  don’t know. Cos they don’t seem to understand 
what this thing in the head is. (John, low)
Cedric described how he was experiencing unexplained symptoms on an ongoing 
basis, and the lack of explanation was frustrating for him:
Sometimes I ’m walking and Ifeel a bit dizzy (...) I  went to the doctor, and I  had some 
tests, and I  hear nothing more. So I  went to the GP, and he said, well, i f  they had 
found anything significant they would have let me know. So since they don’t contact
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me, that mean it is fine. Which is not very good to me. (...) Because whatever the 
symptom or pain anyone feel, it must come from a source. Whatever the source might 
be, it must come from a source. It could be worry, it could be anything -  but it gotta 
come from somewhere! Always should be a foundation for every illness. (Cedric, low)
For some low coherence participants, perceiving health professionals to be uncertain 
about their symptoms was difficult. Lacking a clear, unambiguous medical message 
about what was happening to them, they were unable to reach their own 
understanding.
1.3 Heart failure and its symptoms
Participants with high coherence models appeared to make clearer links between their 
diagnosis of HF and the symptoms they were experiencing. Lisa clearly described the 
symptoms which heralded an exacerbation of her condition:
I  got to the stage, I  was having trouble breathing and I  thought, this is not normal for  
me. I  wasn’t having attacks or anything, but I  knew there was something wrong, my 
legs were like balloons. (Lisa, high)
Those participants who were uncertain about a diagnosis of HF had no framework 
with which to understand the symptoms they were experiencing. Seeking an 
explanation for his breathlessness, George assumed there was a problem with his 
lungs:
Ijust take it, I  get short o f breath cos probably Ia in  Y breathing deeply enough to get 
oxygen into my lungs. (George, low)
Violet assumed her breathlessness was a side-effect from another medication:
/  don Y know, I  don Y know. I  used to put it down to the eye-drops, because when I take 
the eye-drops it started, breathing problems, bronchitis, something like that. (Violet, 
low)
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In the absence of a framework to link her symptoms to a chronic health condition, 
Violet described what appeared to be an HF exacerbation as a problem arising from 
another medication:
The tablets that the doctor gave me [for arthritis] are too strong, I  don’t know i f  they 
are too strong, but they nearly killed me. I  went to [country o f origin] and (...) I  had 
to go to hospital out there... my feet are swollen and everything... they thought it was 
water tablets and everything, they put it up and it still didn’t get much better and half 
the time I  was gasping for breath (...) So when I  realised it was that I  stopped taking 
them, and I  still don’t take anything for the arthritis. (Violet, low)
In searching for an explanation for her symptoms, Violet made a link with an event 
which had occurred at the same time -  taking a new medication for arthritis.
1.4 The causes of heart failure
Asked about the causes of heart failure, some participants in the high coherence group 
described what they understood as causal factors in HF. For Jane, this understanding 
had come from actively researching the subject:
I  think all forms o f heart disease can lead to heart failure. I  believe some cancer 
treatments do, and some people with things like muscular dystrophy also, i t ’s 
beginning to appear from research. (Jane, high)
Lisa’s understanding had developed when she met other people with HF :
There’s no one thing can bring on heart failure, it’s so many different conditions. You 
don’t know that till you start mixing with people and you talk. (Lisa, high)
In terms of their own heart condition, most of the participants had formed some 
understanding of what factors were responsible. Following on from the quantitative 
results, where there was little sense that patients held strong beliefs as to the causes of 
HF, often these explanations were quite vague, with no description of the mechanism 
by which a specific causal factor may have led to HF. This was the case across the
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high and low coherence participants. For two participants, the understanding was that 
due to age or overwork, their hearts were worn out:
The old age and so on. You have to accept it. (Peter, low)
[The GP] said that you were flying all over the place, you were wearing your heart 
out. (wife o f Ken, high)
Similarly, Cedric had a belief that his heart had been strained through stress. His HF 
had been diagnosed after a period of family problems, and the proximity between this 
and the diagnosis provided an explanation for his subsequent health problems:
I t ’s the only thing I  can really think of, that those stresses were too much for me. 
(Cedric, low)
Lisa experienced two heart attacks prior to her diagnosis of heart failure:
I  had two blockages, so whether that’s made it heart failure, I  don’t know, two 
blockages. I ’m not sure, not 100%. (Lisa, high)
George (low coherence) and Mike (high coherence) both described lifestyle changes 
they had made according to medical advice. Neither, though, attributed lifestyle 
factors to the development of their HF. Asked about his HF, George replied:
I  don’t think smoking caused it. I  don’t think drink causes heart attacks. All the people 
that you see and you read about, they’re still smoking, they’re 102 and all things like 
that. And they’ve got perfectly good healthy lungs. And I ’d]ust turn round and say, 
i t’s my parents, i t’s in the family. (...) I  can honestly say, I  don’t think smoking done it 
for me. But I  would admit and say, one time I  was smoking 60 a day. (George, low)
Summary
Participants who reported a highly coherent model were more likely to describe a 
sudden onset of symptoms. They perceived HF as a chronic condition where
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symptoms arose due to a reduction in the heart’s function. Three of the five low 
coherence participants did not identify their symptoms as HF. Low coherence 
participants were more likely to describe an insidious onset of symptoms, and report 
that medical staff seemed confused about their condition. Common to all participants 
was uncertainty about the causes of their HF.
2. Interactions with the healthcare system
Participants were asked how they found out about their condition, whether they felt 
they knew enough, and what was helpful in managing their condition.
2.1 Communication with health professionals
Participants described different experiences of communication about their condition 
from health professionals. Some high coherence participants described the clear 
explanations they were given at diagnosis, and how they valued individualised 
information which was repeated when necessary:
We had a chat about what heart failure was, what had happened to me, what they 
were trying to do, running tests to find out why it had happened at that particular 
time. (Mike, high)
They explained it all, with diagrams, to me, several times. I  don’t think it would have 
been clear to me at once. (Ken, high)
It seemed that the high coherence participants found it easier to negotiate barriers 
around communication with health professionals. They described being able to ask 
questions, and where necessary, to seek information from different sources such as 
well-informed friends or the internet. Only one low coherence participant (John) 
described having such resources available to him. Peter described how, ill in hospital 
and surrounded by busy staff, he was not in a position to communicate his worries or 
ask for information:
When I  was in the hospital, I  was very ill. You see? My heart was very bad condition. I  
heard this [heart monitor] "Ting, ting, ting... ” The nurses come in, come in, come in.
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My heart was in bad condition. For two or three days. Like I  say, I  could not ask. I 
could not say to them, "What happened to me? What’s my heart... ? ” No time. I  was 
very weak and so on, you know. When you are well, you can ask whatever you like. In 
hospital and on the bed, you can ’t do whatever you like. (Peter, low)
As has been described, earlier, a sudden deterioration in health and subsequent hospital 
admission may make it easier for patients to come to understand their new diagnosis 
of HF. However, for many patients this will be a frightening time, and they may not 
feel able to ask questions.
Lisa described that having a consistent relationship with one health professional 
allowed her to receive the individualised information that she needed:
She’s telling me what I  need to know... a need-to-know basis (...) Yes, there’s a lot 
more she can go in deep and all this, but is it going to make a difference to my health? 
The way 1 improve my health? No. This way, she’s telling me enough to get me there, 
keep my health the way it should be. (Lisa, high)
2.2 Health professionals’ roles
There was a spectrum of opinion across the participants in terms of the role they 
expected health professionals to take in their care. Some had great confidence in 
medical staff, and few expectations that they themselves should be involved or 
consulted about their care. Others felt frustrated when they were not involved. Often, 
it was the low coherence participants who described great faith in health professionals, 
and the high coherence participants who were more circumspect, although there were 
exceptions.
Jane and Peter described their experience of hospital ward rounds in very different 
terms:
The nurses care about you, and the doctors. Every morning they come and talk about 
me, and so on. Sometimes they ask me... they are good people. (Peter, low)
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I  think doctors think patients are either stupid or deaf because they stand at the end o f  
the bed and talk about you! (Jane, high)
Some participants believed that, as health professionals were fallible, it was important 
for patients to be informed and proactive so that mistakes could be rectified. Jane 
described that it was helpful to be given permission to challenge health professionals 
where necessary:
There was one doctor at a talk I  attended, he said really he felt patients needed to 
understand a bit more about their medication because, people being human, 
sometimes you could be prescribed things that shouldn’t be taken together, or needing 
caution about using them together... you know, you could diplomatically say, "Ah, but 
don’t forget I  take warfarin ” or whatever. Obviously people are busy... (...) In the 
case o f warfarin, there was a lady I  met, she took one tablet a day. When they sent her 
book back, someone had written 10 milligrams a day and she actually took it -  ten 
times her normal dose -  luckily someone spotted it, but I  can’t understand someone 
not ringing up and saying, "Did someone have a slip o f the pen here? Did they mean 
one milligram or ten?” Whether people are frightened to ask questions, I  don’t know. 
(Jane, high)
Cedric also believed that patients needed to take an active role in their care. He 
described a conversation he had had in hospital with a nurse who was giving him 
tablets:
[I said, ]  " What are the tablets for? ’’[She said] "To help the pain ”. I  say, " What is 
it? ” She says, "It’s aspirin. ” I  said "Do you know what tablets I ’m on? Do you know 
I ’m not supposed to take aspirin? Go back and talk to the Sister or whoever. ” Don’t 
think you can give me tablets and I ’m ]ust going to take it like that. (Cedric, low)
However, other participants described that their attitude was to trust implicitly in 
health professionals and comply with medical advice without feeling the need to 
question it:
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I  don Y really know what half o f them are doing. I  just, you know, he says take them 
and I  take them. (...) I  do not ask questions. The wife always comes with me, she can 
ask this, that and the other. I  will just turn round and say, they know what they’re 
doing, you know. (George, low)
2.3 Patients’ responsibilities in healthcare
Different views were expressed about whether participants felt they themselves were 
responsible for their healthcare, or if this responsibility rested elsewhere. Patients with 
high coherence were more likely to report a sense of personal responsibility, though 
this was not true for all participants.
Jane felt very strongly that responsibility for her health rested with her, and was active 
in researching information about treatments. She described a conversation with a 
doctor:
I  said, "That [tablet] is not approved for heart failure. ” He said, "Oh, that one isn’t, 
but this other one is. ” I t ’s in the same category o f drugs, I  don Y think so! Hooked it 
up on the internet, which I ’m not very good at doing but struggle through. They found 
they improved patients ’ quality o f life but they died sooner. Perhaps i f  you were 85 
you’d think, well. I ’ll have the quality...but I  thought that was a bit deceptive to say 
that, because it wasn Y actually true. So I  was a bit naughty actually, I  just kept 
putting in my doctor’s repeat prescriptions for the ones I  was taking! (Jane, high)
This contrasted sharply with the attitude espoused by other participants:
Keep taking the tablets the doctor prescribed you - y o u ’ll be alright! (Peter, low)
I ’m a perfect patient, I  never question what people in white coats tell me. I f  they say, 
you’ve got to do this or that, I  just accept it (...) As far as health’s concerned, I  do 
what I ’m told to do. (Ken, high)
To George, his heart condition was a mystery, and he relied on health professionals to 
interpret what was happening to him:
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Haven Y got a due. Even today. (...) ’9 8 1 had a heart attack. The young doctor says to 
me, "Oh, 1 haven Y got a clue what’s wrong with you. Go and have an EGG. ” I  went 
and I  come back, and he said, "Well you had a heart attack last night! ” (...) I  mean, i f  
a ruddy doctor doesn Y know, how can I  turn round and say... ? (George, low)
George, Peter and Ken all elected to have their wives present during the interviews, as 
they did during healthcare consultations. George and Ken both described how they 
relied strongly on their wives to mediate between them and the healthcare system:
[My wife] is the daughter o f a consultant, she was brought up with it, she understands 
medical things, I  depend, on her enormously. She kind o f asks the questions, really, 
and I  do what I ’m told. (Ken, high)
[The cardiac nurse consultant] gave me a tablet and er... Idunno... something 
happened, and the wife phoned up and said there was something, and [the nurse] 
said, (...) "Tell George to get in here now. ” And I  went up there and the tablet was 
doing something to my body . . . I  haven Y got a clue... (George, low)
(George’s wife): The potassium was too high and I  think he was starting to go into 
kidney damage or something...
Peter’s wife also took a role in managing his healthcare:
Salt? I  don Y eat salt much. Never had salt... wife doesn Y put salt in the food. (Peter, 
low)
(Peter’s wife) Yes, he ate a lot o f salt.
Violet described a strong religious faith and felt responsibility for her well-being was 
in the hands of God:
Knowing there is somebody there who is taking care o f me so I  don Y have to bother. 
(Violet, low)
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Cedric, Lisa and Mike all emphasised that they valued feeling that they were partners 
in their healthcare:
Cos I  trust her. Cos I  know she would not have let me out o f that hospital i f  I  wasn’t 
well enough to go. (...)She ’s trusting me to be open and honest when I ’m getting 
symptoms or anything, and I ’m trusting her to tell me and keep me informed. (Lisa, 
high)
I ’ve got confidence in what they say to me. They ’re not just palming me o ff with some 
excuse or other, you know: "Keep taking the tablets. ” They actually take the time, 
chatting to me. (Mike, high)
Summary
High coherence participants reported more straightforward communication with health 
professionals, and were more likely to ask questions and seek out information. They 
were more likely to see their role in healthcare as an active one, viewing the 
relationship with health professionals as a partnership. Participants who reported a low 
coherence model reported more barriers to communication, and sometimes preferred 
to avoid information about their condition. They tended to take a more passive role, 
and trusted health professionals to be responsible for their HF management.
3. Treatment and control
Participants were asked what actions they took when they experienced symptoms and 
their views about treatments.
3.1 Making sense of multiple medications
Participants were coping with various different health problems, and described taking 
multiple medications. For Lisa, who felt it was important to keep informed, keeping 
track of medications was difficult:
You need the heart... the betablockers to keep the heart pumping properly, but then I  
think you need, kidney, the water tablets to keep the pressures at bay... then you need 
the... that’s the water tablets, the betablockers, the... they.’re the same, aren’t they, the
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heart tablets... cholesterol, to keep that down, to keep the arteries open as much as 
possible... keep the bloodflowing... yes, I  think that’s the lot, betablockers, ace- 
inhibitors which are the heart ones... (Lisa, high)
Those who had reported a low coherence model described more difficulties associated 
with their medications, with concerns about side-effects and worries about 
effectiveness. For some, there was a sense that adjustments to their medications made 
little impact on the symptoms they were experiencing:
A couple o f  months ago I say to my doctor. I ’m weak and I  can’t walk! So she changed 
the tablets, but it don’t do much. (Violet, low)
They changed my tablets so many times but it doesn’t do much. (Cedric, low)
She said take two o f these warfarin tablets in the morning and i f  [my legs] are still 
swollen up, take one in the afternoon. To me, it doesn’t help. They ’re still swollen. 
(George, low)
Medication side-effects were raised as a particular concern by George, Violet, John 
and Cedric. John’s frustration was that side-effects, rather than HF itself, were placing 
limitations on him:
I t ’s the side-effects, you know. The side-effects it gives you. The amiodarone drives me 
round the bend, because you have to put the sun-cream on, don’t forget to do this, 
don’t forget to do that. I  want to go out, same as other people. Want to be normal. 
(John, low)
Participants who did not have a coherent model of HF may have had expectations that 
taking medications would restore them to health. The understanding that they were 
coping with a chronic condition may have helped other participants to accept side- 
effects and frequent adjustments to their medications, as Jane described:
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Ihad  one that made me really ill, and we did persevere for a while, and 1 was getting 
terrible laboratory results. My own GP wasn’t happy (...) The moment I  stopped it, 
the blood test results went back to normal. (Jane, high)
Cedric, John and Jane all reported that on occasion they had purposefully varied their 
medication regime, contrary to the instructions they had been given by medical staff. 
John had hoped that experimenting with his medications might have provided him 
with some symptomatic relief, and also clarity in a confusing situation:
Before I  had the bypass, Ihad all these problems, I  used to come down here and think, 
well. I ’ll take half a tablet extra, you know, to see i f  that would help. You know, things 
I  shouldn ’t have done, but you just do. Trying to overcome the situation as you see it, 
you know. (John, low)
Varying medication seemed for some participants to be a means to exert some control, 
and to test out beliefs about their symptoms and medications in an attempt to reach 
some understanding.
3.2 Beliefs about medications
George’s wife described how, for him, it was important to see or feel the evidence that 
a medication was working:
One o f them [inhaler] is supposed to open up the airways to help you breathe better, 
but George says he doesn’t notice any difference (...) Say i f  y  ou burn yourself, and 
you put a bit o f cream on it, it soothes it. And I  think that is what George is expecting. 
That he ’II breathe this stuff, and then he’s going to be able to take a deep breath. But 
it doesn’t really work like that, I  don’t think. (...) I t ’s cos he can ’tfeel anything that 
you can’t sort o f notice. I f  you have cold water, you know, you can feel it go down. 
And I  think i f  he could feel something like that, he ’d have more faith in it, you know. 
Because he can’t, I  think he thinks it’s a waste o f time. (George’s wife)
In the absence of such evidence, George reported that he often omitted to use his 
inhaler.
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Violet was concerned about the number of medications she had to take. In the absence 
of a clear understanding of her HF, she presumed the symptoms she experienced were 
medication side-effects:
I  don’t know, I  don’t know. The doctors don’t tell me. 1 think the medication now, 
everything stir one another up. One medication stirs the other, and the other stirs the 
other. I  don’t think i t ’s due to the heart, I  don Y think i t’s that. I  think it’s too much 
medication that you have to take. (Violet, low)
Some participants voiced concerns that the medications they were prescribed might be 
harmful. John was worried that medications were over-prescribed:
When I  had this pacemaker fitted, they wanted to put me on 40 [mg o f medication for  
cholesterol] and I  said no, I  wouldn Y have it, 20 ’s enough. Cos to me, they ’re]ust 
keen to feed you tablets. I  may be wrong, but that’s how 1 feel sometimes. (John, low)
Concerns about the possible harm caused by medications were very present in the low 
coherence accounts, but rarely mentioned by the high coherence participants.
3.3 Making sense of lifestyle factors in managing heart failure
All of the participants talked about their medication regime. When health behaviours 
related to lifestyle were discussed, it tended to be in relation to other health conditions 
such as diabetes. Issues around lifestyle factors in managing HF rarely arose without 
direct questioning.
The need to restrict salt intake was not mentioned spontaneously by any of the 
participants. When questioned specifically about dietary measures to control HF, 
several participants spoke about dietary measures to limit cholesterol intake:
Diet? I ’m not on any diet at all. Sausages and bacon. I ’ve stopped that a long time 
ago. (Peter, low)
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It seemed that questions related to diet prompted participants to talk about dietary 
measures related to good health, but not specifically to HF. This lack of specificity in 
health behaviours was underlined hy Violet, who talked about her regime to manage 
diabetes:
Because I ’ve got the diabetes, I ’m not on any medication for that so I  have to diet, you 
know, to keep straight, and then I  don’t go on the insulin or tablets or whatever. 
(Researcher asks how diabetes is managed with diet) Well... you have to have a 
portion offive different fruits and veg, per day. Avoid sugar, salt, things like that. And 
you ’re told to eat oily fish, like tuna fish. (Violet, low)
The key dietary factor in diabetes management, the regulation of sugar intake, was 
obscured in Violet’s account. Similarly, although she was aware that good health 
required that salt intake be limited, in her account this was not linked to HF.
All patients attending the clinic are encouraged to keep a diary detailing their daily 
weight. However, only Lisa talked about monitoring her weight as a means of staying 
well:
[The cardiac nurse consultant has] taught us to weigh ourselves, and notice things... 
i f  my weight started going up and up and up and I  couldn ’t get it down, then [ I’d 
contact her]. (Lisa, high)
At the time of the interview, Lisa was experiencing an exacerbation of her HF 
symptoms, and therefore it is likely that markers for deterioration and the appropriate 
steps to take may have been more prominent in her mind than in the minds of other 
participants. She described how she reached the decision to contact the cardiac nurse 
consultant:
It got to the stage I  couldn’t even do my trousers up so I  knew there was trouble... ]ust 
walking from the bedroom to here I  was going (gasps for breath). I  didn’t know what 
it was, but I  knew there was something possibly wrong which [ the cardiac nurse 
consultant] needed to know about. (Lisa, high)
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However, she had held back before seeking advice:
I  do take my time, though. I  did have it before about a week and I  didn’t do anything 
about it. So I ’m naughty in one sense. But sometimes you think, you don’t want to 
jump at the slightest thing, you wanna give it time (...) in case it’s just something 
going on and it ’II adjust itself. (Lisa, high)
In this, Lisa described a difficult balancing act between taking appropriate steps to 
manage her HF, and the need to keep some sense of a normal life not ruled by the 
restrictions of her condition. This theme was present in the accounts of several 
participants, both high and low coherence.
Mike described his understanding of the reasons why he had been advised to cut down 
cigarettes and alcohol:
Smoking isn’t very good for you anyway. I ’m well aware o f that. (...) It tends to sort o f  
accelerate your heart and things like that. Obviously it can affect your lungs, and 
contribute to sort o f fatty acids in your arteries. And drinking also accelerates your 
heartbeat and some o f the ingredients in beer can lead to the same thing, the fatty 
acids and so on. (Mike, high)
Though he had successfully reduced his smoking and alcohol intake, he had not given 
up, and he explained why:
I  get really stressed out when I ’m at work. I  want a cigarette, want a beer, and I  get , 
really spiteful and mean, sense o f humour disappears entirely, anybody says anything 
to me in a joking manner, I  want to tear their head off. So I  think they sort o f decided, 
well, perhaps it might be best to let me smoke and drink a bit, keep me calm. (Mike, 
high)
For Mike, the perceptions he had of the health risks of smoking and drinking had to be 
balanced with his beliefs about the benefits they gave him in terms of reducing stress.
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He feared that giving up completely would involve a change in his personality.
George had given up smoking 27 years earlier, shortly after he was diagnosed with 
diabetes. He recounted how much he regretted having to make this lifestyle change:
You know, i f  they said to me tomorrow, ‘‘You ’re going to die next week” I ’d go out 
and buy 20 Capstan Full Strength (...) and I ’d sit here for the complete week and 
smoke myself silly. (George, low)
In stopping smoking, it seemed George felt he had lost some important part of his 
identity. Peter also described that making lifestyle adjustments would change him in a 
way he did not want:
You ’re not allowed to do this, not allowed to do that-how  can you live like this? 
(Peter, low)
Peter feared that knowledge about recommended lifestyle factors would mean he 
would have to make changes, or continue as he was and live with increased worry. In 
the face of this dilemma, he preferred not to know.
Exercise was discussed in five accounts. For George, who had been forced to retire 
from demanding manual work after his heart attack, the exercises demonstrated on the 
cardiac rehabilitation course were not consistent with his understanding of activity 
levels needed for good health:
After the bypass I  went to the hospital for exercises, twice a week or something. And I  
filled in a form there that said, ‘‘Did it do any good? ” And I  think I  put down, ‘‘None 
whatsoever”. I  don’t think it will do you any good, all that. You walk round, standing 
on the spot and all that, and then you lay on your back, put your knees up... things like 
that. Do it once, do it twice. (...) When I  was working I  could lift a hundredweight o f 
fittings, in a sack, up o ff the ground with one hand, throw it over my shoulder and 
climb up the ladder. Thirty foot in the air. Walk along there, dump ‘em down and go 
and do it again! (George)
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Not convinced of the value of gentle exercise, he had not been motivated to continue 
after the programme finished.
Ken and Mike described that they had taken on board advice about appropriate levels 
of exercise:
I  think it was something I  was encouraged to do by [ the GP] That’s right. I  do that 
very, very regularly. There’s hardly a day when I  don’t get two walks, one in the 
morning and one in the evening. (Ken, high)
They went through, you know... do what you want to do, but when you get tired then 
stop. You know, don’t overdo it. Try and stay away from any lifting heavy weights or 
carrying anything too heavy (...) Anything else, you know, a bit o f  gardening, a bit o f 
decorating and this and tha t-you  know, no problem. I t ’s just that when you get tired, 
stop. That’s quite easy to remember. (Mike, high)
For Jane, coming to terms with the advice she was given about exercise had been 
extremely difficult, as it conflicted with strongly-held beliefs about the dangers that 
over-exertion posed:
The attitude o f people with cardiomyopathy^ was that you didn’t exercise (...) My 
thinking has been I ’ve got to go gently to make myself last as long as possible, and I  
suppose I  had a realisation that I  could perhaps do more than I  thought, which was 
quite hard because I  was frightened to do it.
I  was at one heart support group, they kept on about exercise, and I  said, "You don’t 
understand, I  can’t do this. I ’ve got this very low ejection fraction. ’’And she took me 
aside and said, "You ’re in a fairly unfortunate position that somebody actually told 
you that. I  won’t say amongst this group o f people, ” and she was talking to a group o f  
about seven o f us at the time, "there are two people here who are as bad as you are, 
but we put them in here. ” She said, "We ’re in a hospital, w e’ve got two cardiac 
sisters, a hospital physiotherapist, the lady from the local leisure centre, a
Cardiomyopathy: a condition causing the heart muscle to become enlarged, leading to heart failure.
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defibrillator and an oxygen centre... how much safer could you be? ” And I  said,
“ Well, 1 don’t think I ’m going to collapse, Ijust thought I ’d wear myself out. ” So I  
found that quite hard. (Jane, high)
Jane had avoided exercise as a health behaviour, as her cognitive representation of her 
condition (“My heart is liable to wear out”) together with an emotional representation 
(“I’m frightened”) meant that she saw exercise as a threat to health, and indeed, to her 
life. New information about the benefits of exercise forced her to reappraise her 
understanding of her condition, and she was coping with the fear that this prompted.
3.4 Control
The participants emphasised that they believed it was important to take tablets 
according to their recommended regimen. It was apparent, though, that participants 
sometimes struggled to have faith that the treatments were effective in managing their 
HF:
I  don’t think I ’m confident about it. The doctors say, "Here you are, take that tablet, 
take this tablet, ” I  would do it. But I  wouldn’t call it confidence in saying that I ’m 
prolonging my life. (George, low)
Even those participants who described a coherent model and were very involved in 
their healthcare described being at the mercy of a condition which was at times 
unpredictable and resistant to treatment:
I  wasn’t feeling rough the week beforehand, I  mean, [the cardiac nurse consultant] 
said all the symptoms were fine, Ihad  no retention, Ihad  no [abnormalities in] JVP^ 
and then the following week, that’s when I  started going down. I  thought it would 
clear with the water tablets, and it just didn’t clear, didn’t want to budge. (Lisa, high)
For some, having a full and coherent understanding of HF and its management meant 
also having an awareness of the severity of the condition, as well as a conception of 
treatment effectiveness that was more about hope than belief:
JVP: Jugular venous pressure: an indication o f fluid overload in heart failure.
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/  think part o f it is accepting that eventually you will die. When is another question. I  
just try and accept things and do what I  can. No-one knows what the future’s gonna 
hold, you just hope that you’ve got a longer time and you can do a lot more. (Lisa, 
high) '
Differences were apparent between high and low coherence participants in their sense 
of personal control over their condition. Participants who had reported a coherent 
model gave accounts of feeling some sense of control over their lives. Jane used 
careful planning to allow her to do the things she wanted to do, despite the HF:
I  travel quite a hit. I  mean, i t’s limited what I  can do and I  pick things carefully so that 
hopefully it’s within my capacity. 1 come hack from something like that, I  feel much 
more confident... I ’ve been to the Caribbean, you know, and I ’ve got back in one 
piece. (Jane, high)
Mike and Lisa, who were both in full-time jobs, described that they were grateful for 
flexible working arrangements:
Days when you ’re not feeling well, you know. I ’ll ring in and say I ’m not feeling well. 
Which happened, you know, in the early stages. I  would get those days when I  would 
wake up and think, I  really don’t feel well. I  think I  need to just sort o f stay at home 
and be quiet for the day. (Mike, high)
Having this freedom to work when they could and rest when they felt unwell gave 
them a sense that they had control over their lives and their health, and helped them to 
feel more positive about coping with an ongoing condition.
In the absence of a coherent model of chronic illness, some participants struggled to 
gain a sense of control. George and Cedric had been forced to give up work through 
ill-health. They described how they missed going to work, and though they aimed to 
complete jobs around the home, they found it hard find satisfaction in working at a 
slower rate:
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That’s not the way 1 used to work, Hike to rush about. (...) Sometimes I  just think, 
"What’s the point? ” and leave it. (Cedric, low)
Both reported that their mood was low at times, and they struggled to find motivation 
when they were forced by fatigue and breathlessness to take frequent breaks. They 
were left with a strong sense that, rather than feeling in control themselves, the 
symptoms were controlling their lives.
Summary
High coherence participants described a greater sense of personal control over their 
situation. The accounts of low coherence participants were dominated by concerns 
about medications, which were seen as ineffective and causing problematic side- 
effects. Lifestyle factors in management of HF were rarely mentioned by participants, 
and both high and low coherence participants resisted lifestyle changes as leading to a 
loss of identity. High and low coherence participants described their HF as 
unpredictable and resistant to treatment control.
4. Adaptation and coping
Participants were asked to describe how HF impacted on their lives.
4.1 Emotional impact
Several of the participants (George, Cedric, John, Lisa, Mike and Jane) spoke at 
length about the emotional impact of their HF. Their descriptions were of a condition 
which at times made them desperate, depressed, anxious and frustrated.
Several participants described that their lives had changed drastically since their HF. 
George and Cedric were frustrated by the limitations the condition placed on them:
I t ’s stopped me doing what I  want to do. I  want to move fast. I t ’s stopped me doing all 
that. I  want to do lots o f things and it is stopping me from doing what I  want to do. 
(George, low)
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Cedric felt distressed about his increased dependency on his family:
I  think that I  have to rely on someone. That upsets me. Very much. (Cedric, low)
George, John and Cedric had all been forced to stop work through ill-health, and 
deeply regretted the loss of role that this engendered:
He's the old school, you know. Tt 's my place to keep the wife, look after the children. ’ 
He took it very hard, very hard, (wife o f George, low)
George found coping with the limitations that HF imposed on him very difficult:
I f  someone asked me, the thing about it. I ’d turn round and say, I  shouldn’t have had 
[the bypass] done, I  should’ve just carried on working. And all o f a sudden, I  could’ve 
gone 'bumph ’, had a heart attack at work and dropped down dead. I  wouldn’t have 
known about it, as far as I  know when you ’re dead, you ’re dead. That would’ve been 
it, all over. (George, low)
On the whole, participants who reported high coherence were less likely to report 
ongoing low mood. However, participants across both high and low coherence groups 
talked about the worry and anxiety that they experienced.
It was apparent from the interviews that many participants often felt ambivalent about 
receiving information about their HF. Peter and George both described how they 
preferred to avoid information which might be distressing:
I  don’t want to trouble myself, worry about it. I f  I ’ve got it. I ’ve got it. That’s all. I  
take [information booklet] and read it... ooh... (Peter, low)
I f  they ’re going to say, in two or three years ’ time, you ’re going to drop down dead, 
keep it - 1 don’t want to know. Any short term, I  want to know. Like I  say, get my fags, 
smoke myself silly, and drink... (George, low)
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Both these participants described a fatalistic attitude towards their health, believing 
that they had little capacity to affect what would happen, and therefore it was best not 
to know too much.
Several participants (John, Violet, Peter, Lisa and Jane) alluded to the distress that 
could result from having too much information. Balancing the need to be informed 
with the desire to protect themselves from worry was a difficult task, as John 
described:
I  must admit in the early days I  was probably winding myself up too much with the 
internet. Really was, you know. Because I  was on some tablets that are made out o f  
snake venom and stuff like that! God... what’s that other one, that’s made out o f 
foxglove... I  was on those for a while. ” (John, low)
John had consequently stopped seeking information from the internet, and reported 
that he felt less anxious about his condition and its treatment as a result.
Jane felt that, day-to-day, she coped well with her condition. However, any 
exacerbation of symptoms made her very frightened. She described a conversation 
with one doctor who had shared more information than she felt he should have done:
This was unfortunate: I  think this was caused by a Consultant... some years ago we 
were talking (...) and he just got carried away talking about my heart, and he went on 
and on, what a terrible state it was, how dilated, how feeble... on and on and on about 
it... and then he said, o f the ejection fraction, where the blood pumps... i t ’s only 
whatever percentage, you’ve only got to drop a few  percent and you ’d be terminal... 
and having said that, that couldn’t be taken back (...) so i f  I  have bad days. I ’m sort o f  
waiting for the axe to fall... (Jane, high)
Anxiety was present for many participants of both high and low coherence. However, 
amongst the low coherence group, two participants (Violet and Peter) did not describe 
particular worry or distress around their heart condition. Both had faith that external 
sources were looking after their health; they had implicit trust in health professionals.
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and they both described a religious belief which gave meaning to their lives. Ken 
(high coherence) also described that he did not feel anxious or frustrated by his 
condition. Like some of the low coherence participants, he described a more passive 
role in his healthcare, and trusted others to make appropriate decisions about his 
health. Moreover, he felt that HF itself had caused a change in his personality which 
allowed him to accept the limitations to his lifestyle with equanimity:
But that’s also part o f the condition, I  think, not getting in a fuss about it. I  don Y get 
in a fuss about anything. (Ken, high)
4.2 Adjustment
There was a noticeable difference between high and low coherence participants in 
how they described adjusting to life with HF. Participants who had reported a coherent 
model reported a sense that they had been able to incorporate HF into their lives:
I  thought I  was going to be terribly frustrated because I  was very active and it hasn’t 
happened. I  don’t know i f  others have said this to you, something inside you sort of... 
just melts away and I ’m perfectly happy sitting reading, listening to music, going for  
my two walks a day... which 1 would never have anticipated, being the sort o f  person I  
was. (Ken, high)
Jane described a difficult process of adjusting to life with HF, but felt she now had 
achieved a good quality of life despite the limitations imposed on her by a chronic 
health condition:
I  think i t’s almost like a bereavement, the lifestyle I  had compared with what [I have 
now] But I  think in the end you’ve got to think what you can do... think o f ways o f 
getting round the thing. Silly things like, there’s some meadows near us with a river 
running through, but it’s in this steep valley so I  can go down but I  can’t go up. So I  
get a bus to one point, even though i t ’s only two bus-stops, I  walk down into the 
valley, then I  walk, i t’s a bit over a mile along beside the river, at my own pace, and 
then I  have to get two buses just to get back home again! You can do things... with 
planning. (Jane, high)
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Amongst the low coherence participants, there was not the same sense that HF had 
been accepted. John described how, in recent years, concerns about his health had 
seemed to dominate his life. He felt he now wanted to move on:
Er... the way Ifeel now, I  feel that I  want to put it... to the back o f me, forget about it, 
get on with life. That’s the way I ’m feeling at this point in time. You know, obviously, 
i f  there’s something goes wrong then you start thinking about it more. (John, low)
Although this attitude may be very understandable, it is contrary to the ongoing 
awareness and management that is needed to cope adequately with a chronic condition 
like HF. Lisa emphasised that she felt she led a fulfilling life, but that ongoing self­
management of her HF was part of it:
And we know it’s our health, in the end we ’re gonna live or die because o f ourselves... 
that’s what it boils down to... it’s us in the end. (Lisa, high)
Summary
Participants who reported high coherence were more likely to describe that they had 
adjusted to living with HF. Low coherence participants reported higher levels of 
ongoing distress and regret at the limitations HF forced upon them. Many participants, 
both high and low, described the anxiety involved in living with HF.
Concluding remarks
Participants who reported high coherence were more likely to describe receiving 
information at the time of diagnosis and later which was clearly communicated, 
consistent and individualised. These participants had “book” knowledge of their heart 
condition, which included a layman’s conception of the mechanics of the heart, and an 
understanding of the causes of HF in the population. They understood their HF as a 
chronic condition, and this long-term view may have helped them to tolerate the side- 
effects associated with their medication regime. They were more likely to report a 
sense of personal control, and had adapted and incorporated their HF into their lives.
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For some, it was important to take an active role and they valued being partners in 
their healthcare.
Those who reported low coherence described a much more chaotic and confusing 
experience when they first developed cardiac problems. HF was difficult to 
distinguish from the symptoms of other chronic conditions. Communication with 
health professionals had been difficult, leaving them with a poorly-defined sense of 
what HF was. They were more likely to take a passive approach to their healthcare, 
and were unlikely to ask questions when they were unsure. There was a lack of 
coherence between the medical message they were given, and their own experience. 
For some, HF was not a label they attached to their symptoms, and this left them at a 
disadvantage in adapting to a chronic condition. Concerns about medications 
dominated their accounts, and they were more likely to describe that treatment 
regimes were ineffectual.
The commonalities across the accounts of participants with high- and low-reported 
coherence were surprising. The majority of participants were not able to give a clear 
account of the causal factors in their development of HF. Even for those with a 
coherent model, understanding of the relevance of lifestyle factors in managing their 
condition was patchy. Participants reported adherence to medication regimes, but did 
not have a strong faith that treatments were effective in controlling their condition. 
Having faith in treatment regimes may have been difficult given the threat of sudden 
health decline and death.
DISCUSSION
My aims in undertaking this research were to explore the factors underlying a 
perceived coherent illness model in HF. I wanted to find out more about the role that 
beliefs and emotional responses to the illness play in patients’ decisions about self­
management, and to uncover something of the experience of living with HF.
In the initial part of this section, I will review the quantitative phase of the study, 
focusing on what the results mean for the study hypotheses. Using data from the
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quantitative and qualitative phases, I will examine the evidence supporting the role of 
coherence in self-management and emotional well-being in HF. I will consider the 
factors influencing the development of an illness model perceived as coherent, and 
what these results indicate regarding clinical psychology input for HF.
Characteristics of the sample
No significant differences were found between participants and non-participants in 
terms of age, gender or ethnic origin. This suggests the sample was representative of 
the population attending this inner-city HF clinic. Compared with population 
prevalence, this was a young and predominantly male sample (mean age 69 years;
87% male), but the HF population includes a number of very elderly and unwell HF 
patients who would be less likely to attend outpatients appointments, and population 
demographics mean a higher proportion of these elderly patients are female (Cowie et 
al, 1999). Little data is available on UK rates of HF according to ethnicity. The sample 
would seem to be fairly representative of the HF population targeted for self­
management (DoH, 2000; NICE, 2003).
Testing the study hypotheses
The questionnaire phase provided interesting insights into illness beliefs in HF. 
However, the sample size was small and results must be considered in that light. The 
implications of these findings will be further discussed below.
Confirming Hypothesis 1, coherence was found to correlate positively with 
acute/chronic timeline, suggesting that participants who believed they had formed a 
coherent model of HF understood it as a chronic condition.
Disconfirming Hypothesis 2 and contrary to previous research (Moss-Morris et al, 
2002), coherence did not relate to personal control. Holding a coherent illness model 
did not mean that participants appraised their own actions as effective in managing 
their condition.
Limited support for Hypothesis 3 came from the finding that participants who reported 
coherent models were more likely to believe in the effectiveness of taking
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medications. However, almost all the participants (95%) indicated that they believed 
taking their medication was effective, so the role that coherence might play in this is 
uncertain. Coherence did not correlate with belief in the effectiveness of any other 
relevant health behaviours such as weighing, salt restriction, exercise or seeking 
advice when symptoms or weight change.
Perceptions about the effectiveness of health behaviours
The results from this study support the findings from other research (Horowitz et al, 
2004; Jaarsma et al, 2000; Carlson et al, 2001) that many patients are unclear about 
appropriate health behaviours in HF. Behaviours which are not considered important 
in HF management, such as avoiding stress and getting a good night’s sleep, were 
endorsed as effective by a majority of participants. Avoiding salt, an integral part of 
HF management, was considered ineffective by 34% of the sample. If belief in the 
effectiveness of behaviours can be considered a proxy for adherence (Bandura, 1977;
1986), it can be assumed that many of these HF patients were not carrying out 
effective self-management.
This is concerning, especially as this population were recruited from an HF clinic with 
a focus on equipping patients with the strategies needed for effective self-care. All 
patients who attend the clinic complete a daily record of their weight, and the diary is 
checked at consultations. Only 66% of participants indicated that they believed daily 
weighing was an effective means of managing their HF. It is emphasised in 
consultations that sudden changes in weight should be prompts for action, but only 
53% of the sample indicated that they believed it would be helpful to seek advice if 
they noticed such changes. These results underline the importance of checking 
patients have accepted the rationale for a particular self-management strategy.
Coherence and control
In the questionnaire data, coherence did not relate to control. However, the interviews 
suggested that participants who reported a coherent model felt a greater sense of 
personal control. One explanation for this apparent inconsistency is that the different 
methodologies elicited different interpretations of “control”. Questionnaire items on 
personal control (eg “Nothing I do will affect my heart condition”) accessed the extent
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to which participants perceived they could influence symptoms. Responses regarding 
health behaviours suggested that participants were not armed with strategies to control 
symptoms, and were consequently unlikely to reflect that their behaviours impacted 
on their condition. However, themes arising from the interviews suggested a different 
interpretation of control. High coherence participants described that they maintained a 
sense of control over their lives, despite the ups and downs of their condition, with 
positive implications for their emotional well-being. This may link to broader self- 
efficacy beliefs about their ability to achieve quality of life despite their HF, and it 
would be interesting to further explore the relationship between coherence, adherence 
and self-efficacy in HF. This finding underlines the value of the qualitative 
methodology in providing insights which may remain obscured in quantitative studies.
Coherence and self-management
Although coherence showed a positive relationship with belief in the effectiveness of 
taking medications, no relationship was found with other self-management 
behaviours. This suggests that the influence of coherence in self-management may be 
limited. However, a relationship was found between coherence and a chronic timeline, 
suggesting that patients with a coherent understanding of HF perceive it as a chronic 
condition. Research with patients with hypertension found a relationship between 
timeline and adherence (Leventhal, Nerenz & Steele, 1984; Meyer et al, 1985) and it 
seems logical that patients who understand that they are managing a chronic health 
condition are more likely to take medications on an ongoing basis, even when 
asymptomatic. Data from the interviews in this study suggest that patients who report 
a coherent model and see their HF as a chronic condition have fewer concerns about 
the effectiveness of the medications they take, and may be better able to tolerate side- 
effects. It is difficult to interpret causal direction; individuals may develop a coherent 
model when they evaluate that taking their medications makes them feel better. Those 
who don’t feel better, or feel worse, would remain confused about their HF and its 
management. Further research is needed to explore the relationship between 
coherence and adherence to self-management guidelines, but this study provides some 
limited evidence that increased coherence may mean increased adherence to 
medication regimens.
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Coherence and emotional well-being
These results provide some evidence that coherence may play a role in emotional 
well-being for patients with HF. A trend was found suggesting a relationship between 
coherence and depression, with participants with less coherent models reporting 
higher levels of depression. There was support for this finding from the interview 
data. Participants who reported low coherence described more difficulty in adjusting 
to life with HF. They described a lack of motivation in their day-to-day lives, and 
regret that they could not do the things that had previously given their lives meaning. 
Previous research has found depression in HF relates to morbidity and mortality 
(Murberg et al, 1999; Jiang et al, 2001) and these results support the need for 
interventions aimed at reducing depression in this population.
There was no significant relationship between coherence and anxiety, and again, the 
interview data offers insights into why this might be the case. Participants across the 
spectrum of reported coherence talked about the worry that was associated with HF. 
Many described that they sought to gain a balance between feeling informed about 
their condition, and not wanting to know too much because of the worry that might 
entail. The realities of HF are indeed frightening; Jane, who had one of the highest 
coherence scores, described that knowing about her HF meant that she lived “waiting 
for the axe to fall”. The participants who said that they were not anxious about their 
HF were those who preferred to avoid information; they trusted in external sources to 
look after them. Although they reported less anxiety, their avoidant coping responses 
could be expected to lead to poorer self-management, and therefore poorer outcomes. 
Any interventions which seek to improve self-management by increasing patients’ 
knowledge about HF must be prepared for raised levels of anxiety, and offer 
appropriate support.
The relationship between coherence and a chronic timeline also offers a means by 
which coherence may influence mood; cyclical timeline beliefs were strongly 
positively correlated with emotional representations, anxiety and depression, which 
would suggest that a subset of patients who viewed their condition as unpredictable 
experienced high levels of emotional distress. This may suggest an indirect role for 
coherence in moderating distress by incorporating an understanding of the chronic
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nature of the condition and perhaps facilitating longer term adjustment (Moss-Morris 
et al, 2002).
It was interesting to note that participants who held a coherent model were less likely 
to believe HF was caused by psychological factors such as stress. Participants who 
made psychological attributions about causes were also likely to see the condition as 
unpredictable and to experience illness-related distress, depression and anxiety, again 
supporting an indirect role for coherence in mitigating distress.
These results suggest that there may be some role for coherence in longer-term 
adjustment, well-being and self-management in HF. The factors which help or hinder 
the creation of a coherent model will be examined next.
Factors influencing the development of a coherent model 
Demographic factors
Certain demographic factors were found to relate to coherence. Participants who were 
of White ethnic origin were more likely to report a coherent illness model than 
participants of other ethnic backgrounds. An explanation for this may lie in ethnic 
differences in the prevalence of conditions which lead to HF. Black patients are more 
likely to develop the condition through hypertension and White patients through 
coronary heart disease (NICE, 2003; Sosin, Bhatia, Davis & Lip, 2004), and it may be 
that the insidious onset of HF via hypertension makes it harder for patients to have a 
clear conceptual grasp of the condition distinct from other health problems. In some 
cases, language barriers may make clear, effective communication between patients 
and health professionals more difficult. It is also possible that the coherence items on 
the IPQ-R are subject to cultural bias.
However, it was also found that participants who were, or had previously been, 
employed in occupations which would place them in the higher socioeconomic groups 
were more likely to report coherent models. These findings suggest that social barriers 
may inhibit the development of a coherent illness model. There is evidence that 
persons from socially disadvantaged and minority ethnic backgrounds receive poorer
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quality medical communication (Cooper & Roter, 2002). A poor explanation of HF 
leaves patients disadvantaged in developing a coherent understanding. As HF is more 
common in those from socioeconomically deprived areas, this raises concerns about 
low coherence in this population, and the potential for increased distress and poor self­
management (McAlister et al, 2004). Research in the US has shown poorer outcomes 
for African American HF patients (Vaccarino et al, 2004). More research is needed to 
examine these barriers to coherence, and how services can offer a more effective 
service to those most in need.
Interventions to improve coherence
Participants who reported low coherence described more confusion related to their 
diagnosis with HF, and it is possible that the time around initial diagnosis provides an 
opportunity to intervene to reduce distress and promote the formation of a coherent 
model. Those participants who reported a coherent model described that the diagnosis 
was explained to them on more than one occasion, and that efforts were made to link 
the diagnosis to their own experience of symptoms. Ensuring the diagnosis is clearly 
labelled and explained may be particularly important when HF has developed 
insidiously, as has been discussed previously. It is certainly the case that many 
patients are likely to be experiencing distress around the time they are first given a 
diagnosis and information related to HF, and there may be a role for clinical 
psychology in providing support in situations where emotional distress prevents 
patients or family members taking on information.
The label “heart failure”
Some difficulties may arise from problems associated with the term “heart failure”, 
which three of the interview participants did not apply to their symptoms. As has been 
described, “heart failure” suggests a sudden event, influencing patients to an acute 
model (Blumhagen, 1980). The label, suggesting the heart has failed, may prompt fear 
and for this reason be avoided or rejected by patients. Prior to the study being 
conducted, the Research Ethics Committee raised concerns about the impact of 
repeated use of the term on patients, and it has been found that GPs avoid its use, 
substituting a less emotive euphemism (Tayler & Ogden, 2005). Tayler and Ogden’s 
research with a non-HF population found that the label led patients to feel more upset.
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However, results from this study suggest that a lack of clarity and consistency from 
health professionals may lead to confusion and a lack of coherence, with potential 
consequences on self-management and well-being.
Beliefs about diagnosis and treatment
A further difficulty may arise because patients hold beliefs that the medical profession 
is always able to identify and treat symptoms. HF presents a considerable challenge to 
medical staff to diagnose and control (NICE, 2003), and professionals may need to 
communicate clearly to patients that they are not immediately able to give 
unequivocal answers or treatment which will take symptoms away. Again, it is 
possible that clinical psychology could provide support to staff in this regard, or help 
patients and families tolerating this uncertainty.
Shared responsibility
NICE guidelines emphasise the importance of the patient’s active involvement in their 
care. These results suggest some HF patients may not be able, or desire, to take on a 
shared responsibility (NICE, 2003). In Kennedy & Bowling’s study (2001), older 
cardiac patients preferred their doctors to make decisions for them. In this sample too, 
participants relied on health professionals to interpret their symptoms and make 
decisions about their care. This has obvious implications for self-management. To 
some degree, this may be due to patients’ anxieties about taking on responsibility for 
their health. Providing support in managing this anxiety may help some patients to 
take a more active role in self-management. It is likely, though, that a proportion of 
the HF population will continue to rely on external agents to monitor and regulate 
their HF. For some interview participants, their spouse was able to take on this role, 
underlining the importance of involving friends and family members when 
information about HF management is discussed. Other patients will rely on 
continuing, frequent contact with health professionals.
This study has some evident limitations. Participants had symptoms and regimen 
issues relating to comorbid conditions which may have affected their responses. The 
occasional use of the term “heart condition” on the questionnaire may have influenced 
participants away from the specifics of their HF. The data is cross-sectional, with
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consequent difficulties in interpreting causal direction. It is possible, for example, that 
depressed patients report lower coherence, rather than low coherence leading to 
depression. The quantitative data is drawn from a small and predominantly White 
male sample, and the qualitative data from a sample of nine, and therefore there are 
limits to the generalisability of the findings. Further, the sample is fairly selected, as it 
seems probable that those patients who have very low perceived coherence would be 
unlikely to volunteer for research, and that those patients with the poorest adherence 
would be unlikely to be attending for outpatients appointments.
Nevertheless, the data provides interesting preliminary insights into the features which 
underlie a coherent model of illness and the complex factors which must be 
considered in understanding and promoting adherence to se lf management in HF. IP A 
proved a helpful methodology to understand patients’ experience of their condition, 
and the beliefs and fears driving their decisions around health behaviours. Using 
coherence scores to select participants for interview allowed exploration of the 
differences and commonalities in participants’ accounts, illuminating findings from 
the questionnaire data.
CONCLUSION
A mixed methodology study was used to explore perceived illness coherence in HF, 
and the ways in which the sense that one understands the condition might influence 
se lf management. Widespread misunderstandings were identified regarding 
appropriate steps to manage HF, with many patients uncertain about the role of 
recommended health behaviours such as regular weighing. Lacking a chronic model 
of the condition, patients were confused and distressed by their symptoms, and ill- 
equipped to take an active role in ongoing monitoring and self-management. HF may 
pose a particular challenge to coherent understanding, with confusion arising around 
the label, the onset of the condition and the struggle to differentiate HF symptoms 
from those of comorbid conditions and the side-effects of the medication regime. 
Health professionals face difficulties communicating a clear message about the 
condition and its management without causing overwhelming anxiety.
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Observations from this study support the assumption that there are advantages for 
patients in having a perceived coherent model, and offer directions for future research 
aimed at uncovering the barriers which may inhibit this. The findings suggest an 
important role for clinical psychologists in supporting healthcare professionals, 
patients and families coping with the demands of HF, particularly in areas such as 
anxiety management and communication. The insights provided into illness beliefs in 
HF can pave the way for interventions which target specific beliefs, with the aim of 
increasing perceived coherence with consequent impact on adherence and patient 
well-being.
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Appendix A -  Study questionnaire
YOUR VIEWS ABOUT 
YOUR HEART CONDITION
» W e are  interested in your views about your heart failure 
T h ese  are sta tem en ts o ther people have m ade about their heart failure 
P lease  show  how much you ag ree  or d isag ree  with each  of the  following 
sta tem en ts about your tiea rt failure by ticking one of the boxes
VIEWS ABOUT YOUR HEART 
CONDITION
STRONGLY 
DISAGREE '
DISAGREE • NEITHER 
, AGREE • 
1 NOR 
' DISAGREE
AGREE STRONGLY
AGREE
I P ) ' My heart condition will last a short time
> 1
IP 2 . My heart condition is likely to be permanent rather 
than temporary
1
1
IP 3 My heart condition will Inst fora longtime
IP 4 ’ My heart condition will pass quickly
h .
IP S ' I expect to have this heart condition for the rest of 
my life - ■ A
1P6 My heart failure is a serious condition i
■ iP 7 My heart condition has major consequences on my 
life t " -
. I P S ' - : My heart condition does not have much effect on 
my life
IP 9  : My heart condition strongly affects the way others 
see me
IP 1 0 My heart condition has serious financial 
consequences 1 .  '  ■
. I P U - ' My heart condition causes difficulties for those who 
are close to me
IP 1 2 Tliere is a lot I can do to control my symptoms 1
1 .- ,
: IP 1 3 What 1 do can determine whether my heart failure 
gets better or worse ■
IP W The course of my heart condition depends on me
-
P i b - Nothing 1 do will affect my heart condition
I P 1 6 ' 1 have the power to influence my heart failure
. IP17* My actions will have no affect on the outcome of 
my heart failure '
j P i e ” ; My hear) coiidilion will irnpi'ove in time
'
Patients’ beliefs about heart failure: Version 2 July 2004
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STRONGLY
DISAGREE
DISAGREE NEITHER
AGREE
NOR
DISAGREE
- : AGREE • >.
tP19* Tliere is very little that can be done to improve my 
heart failure
, iP 2 0 My treatment will be effective in curing my heart 
condition
, IP 2 V Tire negative effects o f my heart firiiure can be 
avoided by my treatment
IP 2 2 My treatment can control my heai1 condition
IP 2 3 - Tliere is nothing which can help my heart failure
IP 24 The symptoms of my heart failure are puzzling to 
me
JP 2 5 My heart condition is a mystery to me
IP2G 1 don’t understand my heart condition
IP 27 My heart failtirc doesn’t make any sense to me ' /
tP 2 8 "  1 I have a clear picture or understanding of my heart 
I condition
1 P 2 9  ' The symptoms of my heart failure change a great 
deal from day to day
,P 3 0 My symptoms come and go in cycles
lP 3 t My heart condition is very unpredictable
IP 3 2 - 1 go through cycles in which my heart failure gets 
better and worse ■i
IP 3 3  ' I get depressed when I think about my heart 
condition '  "i
; 'P 3 4 When I think about my heart failure 1 get upset
IP 3 5 My heart condition makes me feel angty V  .
!P 3 S - My heart condition does not woiry me
IP 37 Having this heart failure makes me feel anxious
IP 3 0 My heart condition makes me feel afraid
1 IP39 ■ It is important for me to know why 1 have heart 
failure
IP 4 3 When 1 think about my heart failure, 1 wonder 
“Why me?"
Please turn to the next page to continue.
Patients’ beliefs about heart failure: Version 2 July 2004
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YOUR VIEWS ABOUT SYMPTOMS YOU MAY 
HAVE EXPERIENCED
I have experienced 
this symptom since my HF
This symptom Is 
related to mv HF
Pain YES NO NO
Nausea YES NO NO
Breathlessness YES NO -----------------  ---------  YES NO
Weight Gain YES NO ..................-...........—  YES NO
Fatigue YES NO NO
Coughing YES NO ------ ---------------------- YES NO
Stiff Joints YES NO NO
Wheeziness YES NO ....................................... YES NO
Leg Swelling YES NO NO
Headaches YES NO -......................... ............ YES NO
Up.set Stomach YES NO ----------------------------- YES NO
Sleep Difficulties YES NO NO
Dizziness YES NO ................ - ................... YES NO
Loss of Strength YES . NO NO
Please turn to the next page to continue.
Patients’ beliefs about heart failure; Version 2 July 2004
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YOUR VIEWS ABOUT THE CAUSES OF YOUR 
HEART FAILURE
POSSIBLE CAUSES STRONGLYDISAGREE
DISAGREE _ NEITHER 
: AGREE 
, NOR 
1 DISAGREE
AGREE STRONGLY
AGREE
Cl Stress or worry
C2. Hereditary -  it runs in my family ''
•C3 A germ or virus
C4 Diet or eating habits
C5 My previous heart attack '■
CÛ Poor medical care in my past
C7 Pollution in the environment '
f ? Chance or bad luck
My own behaviour
c:iü My mental attitude eg thinking about life negatively
ClI Family problems or worries caused my illness
.Ç12 Overwork
CI3 My emotional state eg feeling down, lonely, anxious
ÇI4 Ageing
CIS .Alcohol
C 1 6 Smoking
C17 Accident or injury
CIS My personality
Cl') Medicalion-s 1 was given for another îteaïth condition
C20 My personality . ■ . i .............
Below, p le a se  list in rank -o rder th e  th re e  m o s t im portant fac to rs  th a t you now  believe 
c a u s e d  YOUR HEART FAILURE. You m ay u s e  any  o f th e  item s a b o v e , o r you m ay  h a v e  
additional id ea s  of your own.
T h e  m ost im portant c a u s e s  for m e;-
1.   --------------------
2.   ------------
3. -----------------------------------------------------------
Patients’ beliefs about heart failure: Version 2 July 2004
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1
HOW YOU LOOK AFTER YOURSELF '
Below is a  list of som e step s which people might take  to m an ag e  their heart 
failure sym ptom s. W e would like to know how effective you believe th ese  s tep s  to 
be. P lease  circle the  num ber which rep resen ts how m uch YOU believe the 
behaviour is effective in m anaging your sym ptom s, w here 1= Not at all effective 
and 7= Very effective
Taking my prescribed medication:
Not effective 1 2  3  4  5  6  7 Very effective
Trying to ge t a  good night’s rest;
Not effective 1 2  3  4  5  6  7 Very effective  ^ j
Adjusting my medication dose  when my sym ptom s change:
Not effective 1 2  3  4  5  6  7 Very effective j
Avoiding salt In my diet:
Not effective 1 2  3  4  5  6  7 Very effective
Not drinking alcohol:
Not effective 1 2  3  4  5  6  7 Very effective
Taking regular exercise:
Not effective 1 2  3  4  5  6  7 Very effective
W eighing myself regularly:
Not effective 1 2  3  4  5  6  7 Very effective
Consulting my doctor or nurse w hen 1 notice ch an g es in my weight:
Not effective 1 2  3  4  5 5  7 Very effective
Eating a low-fat diet:
Not effective 1 2  3  4  5  6  7 Very effective
Consulting my doctor or nurse  when 1 notice ch an g es in my sym ptom s:
Not effective 1 2  3  4  5  6  7 Very effective
Patients’ beliefs about heart failure; Version 2 .luly 2004 5
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Trying to avoid stressful situations;
Not effective 1 2  3  4  5  6  7  Very effective
Talking to my family o r friends when I notice ch an g es in my sym ptom s:
1 Very effective
Not smoking:
Not effective 1 Very effective
HOW YOU ARE FEELING
P lease  read each item and put a tick on the line alongside the reply that com es closest to how you have 
been feeling In the past few weeks. Don't take too long over your replies; your immediate reaction to each 
item will probably be a  more accurate response.
I feel te n s e  o r “w ound up":
Most of the time —
A lot of the time 
Occasionally
Not at all —
I still en joy  th e  th ings  I u sed  to  enjoy:
Definitely a s  much 
Not quite a s  much —
Only a  little —
Hardly a t all —
I g e t a  s o rt o f frigh tened  feeling a s  
If som eth in g  awful is ab o u t to  happen :
Very definitely and quite badly —
Yes, but not too badly —
A little, but it doesn 't worry me —
Not at all
I c an  laugh and  s e e  the  funny  
s id e  o f th ings:
As much a s  I always could —
Not quite so much now 
Definitely not so  much now —
Not at all —
I fee! a s  if I am  slow ed down:
Nearly all the time 
Very often 
Som etim es 
Not at all
i g e t a  frigh tened  feeling like 
“bu tte rfiies” in my s tom ach :
Not at all 
Occasionally 
Quite often 
Very often
I have lo s t in te res t in my ap p ea ran ce :
Definitely
I don’t take a s  much care a s  1 should 
I may not take quite a s  much care 
1 take just as  much care a s  ever
1 feel re s tle s s  a s  if I have to  be  on  th e  
m ove:
Very much indeed 
Quite a lot 
Not very much 
Not at all
Please turn over to complete this questionnaire.
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W orrying th o u g h ts  go  th ro u g h  m y mind: 
A great deal of the time 
A lot of the lime
From time to time but not too often—
Only occasionally —
1 feel cheerfu l;
Not a t all —
Not Often —
Som etim es
Most of the  time
I c an  s i t  a t e a s e  an d  feel relaxed:
Definitely —
Usually
Not often
Not a t all —
I look forw ard  w ith en joym ent to  th in g s  
As much a s  I ever did —
R ather le ss  than I used  to 
Definitely less  than I used  to —
Hardly a t all
I g e t su d d en  fee lings  o f panic;
Very often indeed
Quite often —
Not very often —
Not at all
I can  enjoy a go o d  book  or radio o r TV 
program m e:
Often —
Som etim es —
Not often
Seldom —
Finally, p lea se  answ er the follow ing q u estio n s about you and your c ircu m stan ces:
1. W hat is your a g e?  .......................
2. Are you: (P lease  circle)
single married cohabiting separated/d ivorced widowed
in a  relationship but not living together
3. W hat is your highest educational qualification, and w hat w as your a g e  when you 
obtained it?
eg . School certificate, O level, A level, deg ree  .............  qualification
Age when obtained ..................................
4. W hat is your current/m ost recent occupation? ........................................................
5. Are you working a t the m om ent? (P lease  circle)
full time part-time unem ployed retired
6. How do you describe  your ethnic background? ......................................................
Thank you for com pleting th is questionnaire.
Patients* be lie fs  abou t heart failure; V ersion  2 Ju ly  2004
220
Major Research Project
Appendix B -  Hospital Ethics Committee approval
11 August 2004
Dear Ms Mcloughlin
REC reference number; 04/Q0702/47
Full title o f study: Patients' beliefs about heart failure
Thank you for your letter o f  05 August 2004, responding to the Committee’s request for 
further information on the above research.
The further information has been considered on behalf o f the Committee by the Chairman on 
1 1 August 2004.
Confirmation of ethical opinion
On behalf o f  the Committee, 1 am pleased to confirm a favourable ethical opinion for the 
above research on the basis described in the application form, protocol and supporting 
documentation.
The favourable opinion applies to the following research site:
Site.
Chief Investigator:
Conditions o f approval
The favourable opinion is given provided that you comply with the conditions set out in the 
attached document. You are advised to study die conditions carefully.
Approved docum ents
The final list o f documents reviewed and approved by the Committee is as follows:
Document Type: Application 
Version:
Dated; 15/06/2004
Date Received: 15/06/2004
Document Type: Investigator CV 
Version;
Dated: 15/06/2004 
Date Received; 15/06/2004
An advisory committee to  ' i  Strategic Health Authority
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Document Type: Protocol 
Version: 2
Dated: 02/07/2004 
Date Received: 1 l/OS/2004
Document Type: Interview Schedules/Topic Guides
Version: I
Dated; 15/06/2004
Date Received; 15/06/2004
Document Type: Copy of Questionnaire 
Version: version I 
Dated: 15/06/2004 
Date Received: 15/06/2004
Document Type: GP/Consultant Information Sheets
Version: I
Dated: 15/06/2004
Date Received: 15/06/2004
Document Type; Participant Information Sheet
Version: 1
Dated: 15/06/2004
Date Received: 15/06/2004
Document Type: Participant Consent Form
Version; I
Dated: 15/06/2004
Date Received: 15/06/2004
Document Type: Questionnaire 
Version: 2 
Dated: 02/07/2004 
Date Received: 1 l/OS/2004
Document Type; Patient Information Sheet 
Version: 2 
Dated: 02/07/02204 
Date Received: 11/03/04
Management approval
The study may not commence until final management approval has been confirmed by the 
organisation hosting the research.
All researchers and research collaborators who will be participating in the research must 
obtain management approval from the relevant host organisation before commencing any 
research procedures. Where a substantive contract is not held with the host organisation, it 
may be necessary for an honorary contract to be issued before approval for the research can be 
given.
Notification o f  other bodies
We shall notify the research sponsor, MHS Trust, that the study has a
favourable ethical opinion.
Statement of com pliance {from 1 May 2004)
The Committee is constituted in accordance with the Governance Arrangements for Research 
Ethics Committees (July 2001} and complies fully with the Standard Operating Procedures for 
Research Ethics Committees in the UK.
An advisory committee to  i Strategic Health Authority
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RËC reference ny g b g g ^ 0 4 /0 0 7 0 j^^2--j|^ggj[tiote this mirobcr on ail correspondence
Yours sincerely,
Hopper
Co-Qiairman
Enclosed: Standard approval conditions SL-AC2
Membership list
Copy:R&D
An advisory committee to  ‘ Strategic Health Authority
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Appendix C -  University Ethics Committee approval
Ethics Committee
05 November 2004
Ms Joanne McLoughiin 
Trainee Clinical Psychologist 
Department of Psychology 
School of Human Sciences
Patients* beliefs ab o u t h e a r  failure fEC/2004/1 OS/Psvcht - FAST TRACK
On behalf of the Ethics Committee, I am pleased to  confirm a  favourable ethical opinion for 
the above research on the  basis described in the submitted protocol and supporting 
documentation.
Date Of confirmation of ethical opinion; 05 N ovem ber 2004
The list of docum ents reviewed and approved by the Committee under its Fast Track 
procedure is as fOllows:-
Document Type: Application 
Version: 1 
Dated: 25/10/04 
Received: 26/10/04
Document Type: Approval Letter from 
Version: 1 
Dated: 11/08/04 
Received: 26/10/04
Document Type: Confirmation of University's Insurance Policies 
Version: 1 
Dated: 06/04 
Received: 26/10/04
Document Type: Research Proposal 
Version: 1 
Received: 26/10/04
Document Type: Consent Form 
Version: 1 
Dated: 04/04 
Received: 26/10/04
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Dbçumerrt Type: GP Information Sheet
Version: 1 '
Dated: 04/04 
Received: 26/10/04
Document Type: Patient Information Sheet 
Version: 2 
Dated: 07/04 
Received: 26/10/04
Document Type: Questionnaires 
Version: 2 
Dated: 07/04 
Received: 26/10/04
Document Type: Application to t 
Version: 1 
Dated: 04/06/04 
Received: 26/10/04
This opinion is given on the understanding that you will comply with the University’s  Ethical 
Guidelines for Teaching and Research, and with th e  condition set out below.
• That signatures of Professor J Weinman and Ms E Coady are obtained and forwarded 
to me to be placed on your file.
The Committee should be notified of any am endm ents to the protocol, any adverse 
reactions suffered by research participants, and if the study is terminated earlier than 
expected, with reasons.
I would be grateful if you would confirm, in writing, your accep tance of the condition above.
You are asked to note that a further submission to  the Ethics Committee will be required in 
the event that the study Is not completed within five years of the  above date.
Please Inform me when the research has been completed.
Yours sincerely
Catherine Ashbee (Mrs)
Secretary, University Ethics Committee 
Registry
CO: Professor T Desombre, Chairman, Ethics Committee 
Dr V Senior, Supervisor, Psychology 
Professor J  Weinman, Co-Investigator 
Ms E Coady, Co-Investigator
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Appendix D -  Patient information sheet
PATIENT IN FO R M A TIO N  SH E E T  
Project T itle; Pa tien ts’ beliefs ab o u t h eart failure
Researcher:
You are being invited to take part in a research study. Before you decide it is important for you to 
understand why the research is being done and what it will involve. Please take time to read the 
following information carefully and discuss it with others if  you wish. Ask us if  there is anything 
that is not clear or if  you would like more information. Take time to decide wliether or not you 
wish to take part.
T h an k  you fo r read ing  this.
W hat is the purpose of the  study?
This research aims to explore how people who have been diagnosed with heart failure understand 
and cope with their illness. M any people with heart failure experience symptoms such as 
shortness o f  breath and swelling. They may have to attend regular hospital appointments, lake 
medications or be advised to make changes to their diet or lifestyle. We are interested in how 
people make sense o f  their symptoms and the advice they are given, and how this understanding 
impacts on how they cope with heart failure.
W hat will it m ean if  I take p a rt?
i f  you agree to take part you will be given this infomiation sheet to keep and a consent form to 
sign. You will be asked to fill in some questionnaires when you attend the clinic. You m ay fill 
them in at the clinic, or lake a stamped addressed envelope to return them later. The 
questionnaires will take around 30 minutes to complete. The questionnaires will cover four topics:
• Some basic infomiation about you
■ Questions about your mood
■ How you understand your illness
• What steps you think can help you keep well
A small number o f patients who complete the questionnaires will be contacted again by letter or 
telephone. You will be asked to take part in an intenn'ew with the researcher. The researcher will 
ask you to talk at more length about what it is like for you to live with heart failure and how you 
understand the illness and Its effects. The interview will lake place at your hom e or another place 
convenient to you, and will take around an hour. The interview will be audio-taped.
W hy have 1 been chosen?
Patients who are attending or have recently attended the heart failure clinic at St Thom as’
Hospital are being asked to take part in the study.
Do I have to take p a rt?  You do not have to take part in this study if  you do not want to. Your 
decision will in no way affect the treatment you receive. If  you do decide to lake part, you will not 
be asked to have any extra tests or undergo any additional procedures, and your treatment will not 
be interfered with in any way. You can withdraw from the study at any time without giving a 
reason, and your treatment will not be alTected.
Information sheet: Version 1 April 2004
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Appendix E -  Consent form
Patient ID ;
Researcher:
CONSENT FORM 
Project Title: Patients’ beliefs about heart failure
P lea se  initial box
1. I confirm that I have read and understand the information sh e e t p—— ,
(d a te d  v e rs io n  ) for the above study and h ave  had the opportunity I I
to a sk  questions. L__J
2. I understand  that my participation is voluntary and that I am  free to ____
withdraw a t any time, without giving any reaso n , without my medical care  or legal j I
rights being affected.
3. I understand  that sections of any of my medical no tes  m ay be looked a t by 
responsible individuals employed by the NHS and involved in this research . I give 
perm ission for th ese  individuals to have a c c e s s  to my records.
4. I ag ree  to take part in the above study.
N am e of Patient Date
N am e of Person  taking consen t Date 
(if different from researcher)
R esearch er Date
1 for patient; I for researcher; 1 to be kept with hospital notes
Consent fonn; Version 2 July 2004
Signature
Signature
Signature
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Appendix F — Letter to accompany postal questionnaires
Dear
We are currently carrying out some research in the Heart Failure Clinic at ^
’ ^^ospital
We are interested in finding out more about how people who have heart failure 
understand and cope with their condition. Patients who attend, or have recently 
attende*  ^ • -. ^ c l i n i c  are being asked if  they would like to take part.
Taking part involves completing a questionnaire, which takes around 30 minutes. 
A small number o f people will also be asked to take part in an interview, to talk 
in more depth about their views and experiences of heart failure.
Please take the time to read the enclosed INFORMATION SHEET and consider 
carefully if  you would like to take part. It is up to you whether you choose to take 
part, and your decision will in no way affect the care or treatment you receive.
If you decide you would like to help us with this research, please sign the 
CONSENT FORM (attached to the INFORMATION SHEET) and complete the 
enclosed QUESTIONNAIRE ‘Your views about your heart condition’. Please 
reUra the CONSENT FORM and QUESTIONNAIRE in the enclosed envelope, 
which does not require a stamp. The consent form and questionnaire will be 
separated when they are received, so your replies will remain anonymous.
I f  you have any questions, please feel fi-ee to contact the researcher Joanne 
McLoughiin, Trainee Clinical Psychologist, University o f  Surrey, Guildford
Thank you for considering taking part in this study. 
Yours sincerely,
Encs.
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Appendix G -  GP information sheet
OP INFORM ATION SHEET 
Pro jec t T itle: P atien ts’ beliefs abou t heart failure
R esearcher:
D earG P,
Your p a tien t, ....................................................................................................................................
has been invited to take part in the above research project being conducted by the University o f 
Surrey and Hospital.
VVliat is the purpose o f  the study? 
fh is research aims to explore how people who have been diagnosed with heart failure understand 
and cope with their illness. We are interested in how people make sense o f  their symptoms and 
the advice they are given, and how this understanding impacts on how they cope with heart failure 
and manage their symptoms.
W h at will taking p a r t Involve?
Your patient will be asked to complete a series o f  questionnaires during a routine visit to the heart 
fitilure clinic at Hospital. The questionnaires will take around 30 minutes to complete,
and must only be completed once. A small number o f  patients will be contacted again by the 
researcher during the next few months and invited to take part in an in-depth inteiwiew on the 
same topics, which will take place at the patient's home or another place convenient to them. The 
interview will be tape-recorded and is expected to last around an hour. Participation in the study is 
voluntary, and does not involve any interference with treatment or extra tests or procedures.
W hy has my patient been chosen?
Patients who are attending or have recently attended the heart failure clinic at Hospital
are being asked to take part in the study.
W h at will happen to the  resu lts  a t  the  end o f the study?
At the end o f  the research, the results will be written up as part o f  Doctoral qualification in 
Clinical Psychology being undertaken by the researcher . 'fire results may also be
published in a scienti fic Jounial. A summary o f the results will be made available to all patients 
who take part in the study.
W ho has approved  this research?
This proposal was reviewed by Ethics Committees at Hospital and the Univemity o f
Surrey.
Contact for further information 
If you would like to discuss any details o f  the study further, please contact the researcher
Signed; Date:
GP Infomiation sheet: Version 1 April 2004
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Appendix H -  Interview schedule
Patients’ beliefs about heart failure
Researcher:
INTERVIEW SCHEDULE
Participant identifier no.
Dale of interview:
Contextual questions:
How long have you been attending this clinic?
How often do you attend?
iVlien were you diagnosed with heart failure?
Do you have other health problems in addition to heart failure?
1. W hat is heart i’ailure?
Each participant in this study has received a diagnosis o f heart failure.
Can you tell me how you understand this diagnosis?
Prompts:
What is heart failure?
What can cause heart failure?
What is the impact o f  heart failure on patients?
2- What is it like for you to have heart failurp‘>
I would like to know about your individual experience o f  heart failure, and how you manage day- 
to-day.
What symptoms do you experience relating to your heart failure?
Please give an example o f a recent time when you experienced symptoms.
What symptoms did you experience?
What did you do?
How did you know what to do?
Did it help?
Is this what you would normally do when you experience these symptoms?
VVould you do anything differently in  the future i f  you had the same symptoms?
Whal might stop you from doing something i f  you have these symptoms in the future?
Can anything be done to avoid experiencing these symptoms?
Jfyes:  W hat might stop you from iaking these stcps'to avoid symptoms?
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1 low  do you know that a symptom is to do with heart failure (and not another medical condition 
flu; asthma etc)?
3. How did you reach your current understanding o f  heart failure and its svinntoms?
I ant interested in how people come to an understanding of what it means to have a 
diagnosis o f heart failure.
Prompts:
W hat infomiation were you given by medical staff?
Wliat was most/least helpful about what they told you?
W ere there other sources o f information to help your understanding o f  your heart failure (eg. 
family; friends: media)
I f yes." Can you give me an example o f  some other source o f infomiation which was helpful/not 
helpful
W ould anything have helped you to have a  better understanding?
Has your underetanding o f  heart failure changed over time?
I f  yes: How has it changed?
4. Do you feel confident that vmi understand what you need to about vour condition?
1 am interested in whether when people feel they understand their condition, it affects how they 
manage their symptoms.
Prompts:
Do you feel that your heart failure makes sense to you?
4a. (Ify^es)
Does feeling that you have a good understanding of your heart Ihilure affect how you 
manage the condition? Please give an example.
4b. ( if  no)
Does feeling that you don’t have a good understanding o f  your heart failure affect how you 
manage the condition? Please give an example.
5- How does vour understanding about heart failure affect you?
Prompts;
How would life be different i f  you understood less about your heart failure?
How would life be different if  you understood more about your heart failure?
W hat would you do differently?
Would you feel different?
Would other people treat you differently?
6. What docs it mean for you personally to have this diagnosis?
Prompts:
What impact does it have on your day-to-day life?
1 low does it affect your relationships/ activities/ well-being?
Has it changed how you see yourself?
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Appendix I — Example of an interview transcript
Participant 22: “Peter”
3 I; Can you tell me how long you’ve been attending the clinic here?
4 P22; Here? (pause) More or less five years.
5 I: Ok... and how often do you come? How often do you attend?
6 P22: Well, that depend on the... you know... the appointment.
7 I: About how often would you say you see [cardiac nurse consultant]?
8 P22; Er... about four, five times
9 I: Yeah? Four or five times in the two years. Ok... When were you
10 diagnosed with heart failure?
11 P22: When? About two or three years ago.
12 I : Do you have any other health problem?
13 P 22:N o,..
14 I: Just your heart?
15 P22: Just...
16 I: So, everybody that we’re talking to has had a diagnosis o f  heart failure.
17 Can you tell me what it means... what sort o f  an illness is if?
18 P 22:... (shrugs)
19 I. Don t know? What sort o f symptoms do you get if  you’ve got heart
20 failure?
21 P 22:...
22 1: Don't know... (laughs) Do you know what causes it?
23 P22: Er... they don’t ever tell me.
24 1: Never told you?
25 P22: Never... 1 don’t know nothing.
26 I: Oh dear.
27 P22.1 ask myself, where the heart failure come from, wherfj why...
28 nobody tell me.
29 I: Nobody’s told you? Does it worry you that you don’t know?
30 P22: N o.,. it’s two years now, I don’t worry about it... the old age and so
31 on (laughs) Y  ou have to accept it. This country a lot o f  heart failure...
32 that’s it, that’s it.
33 I : Y eah, yeah. So how does it affect you day-to-day? Do you feel ill?
j 4 P22: No... I feel alright. I’ve got a lot o f tablets to take, some in the
35 morning and so on, that helps me a lot.
36 1: Good.
37 , P22: Yeah, that’s all.
38 I; Have you felt better since you’ve taken the tablets? Did you feel
39 better?
40 P22: Oh yes...
41 ] : Do you know what the tablets are for? Often people take a lot o f
42 tablets.
43 P22; W ell... you mean before the heart failure?
44 1: No, what are tlrey for?
45 P22. Oh, oh, for the heart. All o f  them for the heart, and so on.
46 P’s wile: Water...
47 P22: Yes.
48 i; Water?
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49 P22: Water tablets, yes. Yes, because they, they (clears throat).. .when 1
50 came to hospital there was a lot o f water and so on... and they gave me
51 water tablets.
52 1 : Aha? .And has that solved the problem?
53
54 P22; Yeah... it’s because o f  them there’s no problem... I take them
55 alright... every day.
56 I; Good. Do you have to... do they change the tablets sometimes?
57 P22: No. Two years ago, and that’s it.... And er... what do you call her?
58 M iss... what’s her name? The one I came to see here?
59 I: [cardiac nurse consultant]?
60 P22: Yes. She does look alter my tablets, and so on ... it’s ok. Yep, no
61 problem.
62 I: What else does she do when you visit? Does she... does she weigh
63 you? Or... anything like that?
64 P22: N o ... no, oh, blood pressure and thing. She can tell me everything
65 fine. The next one when I’ve got an appointment... next one, 1 think, 1
66 have to ask her about... the... my kidney. Somebody said... your kidney.
67 not well, 1 don’t know. The last time, one o f  these... not a nurse, one o f
68 the doctors, I think.
69 I; So you think you might ask a bit more about that?
70 P22: W ell... when we see the next... the nurse next month I will ask her.
71 ] also have an appointment for the... pacemaker.
72 1:1 see. Have you got a pacemaker?
73 P22: Yes. Five years ago.
74 I; Did you have a heart attack?
75 P22: No, heart failure. 1 can’t remember... heart attack, heart failure,
76 what all that. All 1 know, I felt sick, they call an ambulance, that’s all, I
77 don t know... what is it. I understand the heart was not working properly,
78 that's all.
79 1: It must have been quite friglitening.
80 P22: Yes. She [wife] was there to help me and call the ambulance and so ,
81 on, and 1 came to the hospital and stayed for about ten days. When I go
82 home... 1 was ok. But the year after I get another one... but nobody tell
83 me heart attack, or failure, whatever it is. All I know... 1 go in an
84 ambulance, come here, last time I stay five days. One o f the nurses said
85 you have a lot o f water... I don’t know. And they take a tube...
86 overnight... and the next morning they take it out. That’s all. That’s why
87 they give m e... I undemtand... water tablets.
88 1: Do you think they look after you? Do they look after you ok?
89 P22: Oh, yes, yes. There's no problem.
90 I: (pause). Do you... sometimes people have to change their diets...
91 when they get sick.
92 P22: Diet? I’m not on any diet at all. Normally sausages and bacon...
93 I’ve stopped that, long time ago. Toast in the morning... no fried
94 things... sometimes.
95 1: Sometimes people gel told they have to stop eating salt.
96 P22: Salt? Yeah... I don’t eat salt much. Never had salt... wife doesn’t
97 put salt in the food.
98 P’s wife; Yes, he ate a lot o f  salt.
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99 P22: Because boni with the salt, you’re dead with the salt, that’s it.
100 I: Ok... have there been times... you said at the moment you’re very well
101 w ith ... with your heart. Have there been times when you’ve been less
102 well?
103 P22: Tliere’s nothing.
104 I: There’s nothing.
105 P22: There’s no problem at all.
106 I: (pause). So you said that you didn’t get a lot o f  in&nnation about what
107 was happening with your heart, nobody explained things...
108 P22: No, no, no because.., the... how do you put it? The room... where 1
109 was... the. people were so busy... they don’t ... have time to talk to you.
110 Y es. The ward, the ward I was, there are so many... and they need
111 beds... there are people waiting outside on the... and 1 don’t see that you
112 have any... once they give you your tablets and go on to the others and
113 so on... they have no time to talk. They are all busy on that ward, even at
114 nigltt. Never had the chance to ask.
115 I: Never had the chance to ask.
116 P22: Because i f ]  ask them, they’re busy, you know. I just think, ok then.
117 .And one o f the nurse tells me when I leave, “You will be alright” you
118 know. “Take your tablets, i f  you have any problems go and see you GP,
119 and they will send you back here”. And this is what I’m doing, f  take my
120 tablets, we have no problems, 1 don’t eat much food, I don’t drink, 1
121 don’t smoke... two years ago I stop everything.
122 I: Y eah? Ok. Do you see your GP sometimes?
123 P22: Yeah, not really, but what I .., well, if  I feel something I’ll go and
124 see him, that day or the morning after. But not unless I’ve got problem. 1
125 have to take buses to go up there. Why go up there i f  you have to wait to
126 see him. Wasting time i f 1 go and see him... you know what I mean?
127 1: So you’d only want to go i f  it was something important?
128 P22: Yeah... If I feel I am unwell, I will go, automatically, 1 will. For the
129 last few years. I've been with her [cardiac nurse consultant] there is n o...
130 no problem. And we have celebrated our fifty years’ wedding
131 anniversary 1 asl year!
132 I: Oh, congratulations.
133 P22; Yeah, yeah. We have four children and five grandchildren.
134 I: Yeah? (pause) So do you fell that you understand everything that you
135 need to know about your heart?
136 P22:1 think I’ve got one o f  these booklets... 1 took home. But...
137 P’s wife: He can’t read...
138 P22:1 can’t read... that well, with my eyes. I don’t want to trouble
139 m yself worry about it. If I’ve got it. I’ve got it. That’s all. I take it and
140 read it... ooh...
141 I: Maybe you’d worry about it?
142 P22: Yeah. Won’t trouble myself. What’ll it say, don’t do this, don’t do
143 that, all this. What’s the point? You’re not allowed to do this, not allowed
144 to do that. How can you live like this? And just look what... after two
145 years... I’m feeling better. I have to come for an appointment here for the
146 pacemaker... and the cardiac with M iss... (cardiac nurse consultant]...
147 Every time she see me, she look at me, and do everything... [she says]
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148 You’re alright! A year ago, a long while... last year... when 1 wake up in
149 the morning, just finished my tablets, I went dizzy.. .
150 1: Really*?
151 P22; Yes. I then I went to see the GP, GP said, “That tablet was wrong”
152 And I came here, told M iss..., and she changed my tablets. I only have
153 100 [mg] in the morning, and she divide it to 50:50 and that make it
154 better. Never had dizzy again. So that’s another good thing she has done.
155 She’s very efficient, very confident, she knows what she is doing.
156 I: So... how about the pacemaker, did you have to make changes to your
157 l ife because o f  that'?
158
159 P22: There’s nothing. [It was] five years ago. I saw Dr [cardiologist] the
160 other day. Not the other day, last year, and one o f the doctors checked my
161 pacemaker. I came here. And the nurse, when 1 finished 1 asked her, “Am
162 I ok'?”. She sent me to the doctor, the doctor say “You don’t have to
163 worry, you ’re quite alright”. The pacemaker helps my heart go, my heart
164 was too slow. So that makes it go. It’s good. But if  anything happened I
165 would go and see the GP.
166 I: Do you think you’ve been a healthy person?
167 P22: No problem. 1 don’t worry. I can’t say I’m healthy, very well. With
168 my tablets and so on. Cos getting older, you have to accept it' If I don’t
169 take my tablets, I will die. That’s all.
170 I: Some people would find it frightening to think that. But not you?
 ^ ' way. If I’m going to frighten, 1 will hurt m yself
172 isn t it? No way. If it come, it come. When you die, when you have to go,
173 you’re going, your days are finished, you have to go. 1 don’t think
174 doctors and so on can save you; you go when your time is up. You go, no
175 problem. I’m 77, 78 and... few years more... I’m quite happy believe
176 that’s all. My elder brother died in this hospital and he was... eight
177 months here... and he died with the heart problem. Father died o f the
178 same thing. Other brother in [other country] where I come from, nine
179 years now... same thing! But what you can do? When your time come,
180 your time com e... all that worry. When you go to rest, you vvony
181 (gestures mind busy with worries). I know i f  I’m going to worry about
182 my heart, I will kill myselfi The literature [hospital] have given me.
183 Ignore it. You can read it, but... for what? Cany on taking your tablets
184 the doctor prescribed you -  you’ll be alright! That’s all.
185 I: Do you think life would be different i f  they’d explained things more to
186 you. when you were in hospital?
187 P22: When 1 was in the hospital, I was very ill. You see? My heart was
188 very bad condition. 1 heard this [heart monitor] “Ting, ting, ting...” The
189 nurses come in, come in, come in. My heart was In bad condition. For
190 two or three days. Like I say, 1 could not ask. Then 1 say to them, “What
191 happened to me? What’s my heart...?” No time. 1 was very weak and so
192 on, you know. When you are well, you can ask whatever you like. In
193 hospital and on the bed, you can’t do whatever you like. The nurses care
194 about you, and the doctors. Every morning they come and talk about
195 me...and so on. Sometimes they ask m e... they are very good people. I
196 think some people are born to do that. Everybody can’t become a doctor.
197 This hospital. I’ve been here for thirty years, coming to the hospital. My
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198 daugliter, my granddaughter bom here... they are very good, very good. I
199 like that.
200 1: It’s a good hospital?
201 P22: Oh, yes, there is no way about it. I don’t know about the other
202 hospitals, because it’s only, they just send me here. I know, they sent me
203 to [other hospital] last year, for blood test.
204 P ’s wife: For the diabetes...
205 P22: They check my blood. They give me warafin, w ...
206 I: Warfarin? There’s a drug called warfarin which is for your blood?
207 P22: War...? I can’t remember. I mean, it look like... the, your blood
208 gonna get thick, so when you take the tablets, it’s alright. So 1 go there,
209 they check it.
210 I: And did you say you had diabetes as well? Did 1 hear that right?
211 P22:Yes, yes.
212 I: Have you had that for a long time?
213 P22: Oh, two or three years. When 1 retired, about October 1998.1 got
214 my pacemaker 1999, and after a year, they told me diabetic. I didn’t
215 know. I’d been to the doctor, not for that, for the other. They test my
216 blood, and so on. That's it. But when you go, you go. You can’t do
217 anything about it. But I’m happy with the diabetes too. I got the tablets
218 and so on. What can you do? You can’t do nothing, eh? If it has to come,
219 it has to come. I don’t eat or drink plenty o f  sugar and so on... Once with
220 the doctor, the diabetic doctor in the hospital, I ask her, I said to her,
221 “Look, I came from a country produces sugar. Is that causing the
222 diabetes?” She said, “No, my friend. I came from a country doesn’t
223 produce sugar, but my dad became a diabetic”. So ... I take it like that.
224 People say to you, “ Y ou drink too much sugar, you eat too much sugar
225 and so on”. But now I cut... you can’t live without sugar. I have to have
226 a little sugar. Now 1 have to carry a little sweet, because they said to me,
227 “If anything happen, just have a sweet.” But at the moment, things going
228 well.
229 I: Good.
230 P22: But when the time comes, you have to accept it. Even doctors can’t
231 do nothing for you. There is no-one on this earth can change it. When
232 you go, you have to go. And leave space for the young. O f course. If I’m
233 going to live two hundred years, what about the young?
234 I: You have to leave space for them.
235 P22: (laughs) You understand. Cos the Bible also... I’m a Christian...
236 the Bible says [unintelligible]. Also the Bible say. when your time come,
237 you have to go. There is no-one stopping you going. Even if you don’t
238 want to go, can’t stop yourself. That’s it. My eider brother was here
239 EIGHT MONTHS... and then they call me, and 1 met with six or seven
240 doctor, telling mewhat’s happened with my brother’s heart. Was so
241 much grease around, and they can’t do the operation. He was 61 years
242 old. Really was very fat and so on. Because he j ust si t and so on. No
243 exercise (laughs).
244 Anyway, I’m very happy with this country and the hospitals. Everywhere
245 is good, and free care.
246 1:1 think I might have finished all m y questions. Is there anything else
247 that you’d like to say?
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248 P22:1 don’t think so. I’m happy where I am. Very happy. Tire doctor told
249 me, you’re not allowed to travel, in two years time. Now, this year, I can
250 travel. The last time we’ve been to my country, I travel... fourteen hours
251 from here to there. In a few years, can’t allow it. But this year, maybe can
252 allow it. 1 will ask again when I come for the heart.
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